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1320 G STREET, N.W.,, SUITE 500
May 27’ 1997 WASHINGTON, D.C. 20005-4709
{202) 393-1250

Sylvia Matthews, Deputy Chief of Staff
The White House

1600 Pennsylvania Avenue, N.W.
Washington, D. C. 20500

Dear Ms. Matthews:

I look forward to our meeting on Thursday, May 29, 1997. Jonathan Stein, a
Kennedy Foundation Grantee from Community Legal Services in Philadelphia will
accompany me. | am awaiting confirmation from another expert, and will contact
you should that person be able to attend as well.

We have sent a great deal of material on the SSI for Children regulations to

others, and thought you might like to have the complete package, which is enclosed
for your reference.

Thank you.

Sincerely,

HAnce & Ca. .

Eunice Kennedy Shriver



Attachments
May 27, 1997
Letter from Eunice Kennedy Shriver to Sylvia Matthews

1) Community Legal Services official comments on Interim Final Regulations;
2) Kennedy Foundation Expert Panel comments on Interim Final Regulations;

3) Consortium of Citizens with Disabilities (CCD) comments on Interim Final
Regulations;

4) Eunice Kennedy Shriver's comments on Interim Final Regulations;

5) Letter to President Clinton from 10 Senators stating that the regulations do
not comport with the intent of the Congress;

6) Memorandum to Kenneth Apfel, dated May 20, 1997 from Jonathan Stein
of Stein from Community Legal Services;

7) Example of a child terminated (inappropriately) due to regulations.
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April 2, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
900 Altmeyer Building

6401 Security Blvd.

P.O. Box 1585

Baltimore, MD 21235-0001

Re: Protecting Disabled Children from Improper
Loss of Benefits--Comments on Interim Final
Rules for Determining SS8I Childhood
Digability, 62 Fed. Reg. 6408 (Feb. 11 , 1997)

Dear Mr.. Callahan:

This unfortunate rule making will have the harshest of
consequences for children with disabilities, especially children
diagneosed with mental retardation, who number close to 40% of
children to be reviewed and at risk of termination under these
rules. We strongly believe that the Congress and President never
intended this harm to children to emanate from the recently enacted
Personal Responsibility and Work Opportunity Reconciliation Act of
1996. These comments. then are offered with the purpose of
returning these policies to what was legislated and the realities
of the current program.

The consequences for children, whom everyone would
conclude have serious disabilities, are so dire in terms of
jeopardizing their life, health and safety that we call upon SSA
not only to heed the call for multiple changes in the regulations
but also to recognize the serious failings in the regulatory
process itself. :

It is undisputed here that the agency merely eliminated
one test in a blunt strike without formulating a reasoned new test.
Simply dusting off a prior "functional equals" test in existence
since 1991 and presenting it as a "clarified" new test, is an
abdication of Executive Branch responsibility to faithfully execute
the law. The agency should announce now that it will be going back
to the drawing board to craft new rules while these rules are
continued as a temporary, truly interim stop-gap during which time
children are not terminated from SSI. This essential question of
a fair and reasoned regulatory process is one included in ocur first
section on how these rules fail to comply with the law Congress
passed and the President signed.
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A. The SSI Child Disability Rules Contravene the
Provisions of the Welfare Legislation

Section 211 of the welfare legislation established a new
test of allowing eligibility for children showing "marked and
severe functional limitations" at the same time as it eliminated
the prior individualized functional assessment ("IFA") test. See
Sec. 211{a) (4) and 211(b) (2), amending 42 U.S.C. Sec. 1382c(a) (3).
The congressional enactment was something of a mixed message
because as it rejected, for reasons unexplained in the legislative
history, the old test, it explicitly continued a broad functional
test. Indeed, for the first time -in the history of the SSI
childhood disability program, Congress specifically mandated that
a functional analysis be utilized to evaluate childhood
disabilities.

The law also left in place key regulations that were
intrinsically part of the former IFA test, namely "functiconing in
children®, 20 C.F.R. § 416.924b (utilizing concepts of age-
appropriate activities, developmental milestones, domains or areas
of functioning, e.g. cognition, and communication, activities of
Gaily living), and "other factors" used in the IFA, 20 C.F.R. .
§ 416.924c (embracing many real-life factors, like effects of
structured settings and school absences, impacting on functioning).
That Congress wanted to insure accurate and fair assessments of
childhood disabilities is best reflected in the Senate colloguy of
former Majority Leader Bob Dole, who helped craft the final enacted
language, that Congress wanted the program to “obtain a realistic
picture of how an impairment affects each child’'s abilities."

Cong. Rec. S 13613 (Sept. 14, 1995) (3d col.). In the same
statement, Senator Dole described the new law as providing for a
"tune-up" of the program, id., a description far shoxrt of the

radical overhaul of the program reflected in SSA’s rules.

The agency has simply opted, without any consultation or
input from the medical or disability communities outside SSA, to
end the fourth step, the IFA test; not to replace it with a refined
or reformulated "functional limitations" fourth step, as one might
anticipate from the legislation; and then to retain the first three
steps of the existing childhood sequential evaluation process,
making relatively inconsequential changes in the functional
equivalence provision of the third "meets or equals" step. Thus
with one swing of a regulatory blade, SSA apparently assumes that
it has fulfilled its Executive Branch responsibilities of
faithfully executing this statute.
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In this abdication of administrative responsxblllty to
utlllze its expertise and experience of 25 years in admlnlsterlng
this program, and failure to solicit public input before issuing
an "interim final" rule, the agency’s regulation not only will.
deprive disabled children of "realistic" assessments of their
disabilities, but will also prove to be far more stringent that the
"marked and severe" standard Congress contemplated.

: As will be shown below, the great majority of IFA
children will lose SSI under these rules. If Congress had intended
this result it would have rather easily and clearly legislated this
result, as it did ending SSI eligibility for most immigrants, and
had earlier enacted, ending SSI for substance abusers. In lieu of
a massive termination option, Congress in line with Senator Dole's
"fine-tuning" admonition, established an individualized review
process for all IFA children. That process will, contrary to
congressional intent, now result in the massive loss of benefits
for IFA children. -

1. The Functional Equals the Listing Test Is Basically
The Same Test Applied By SSA Prior to the New
Welfare Law

To give some colorable appearance of implementing the new
statutorily mandated "functional limitations" test, SSA has placed
sole reliance on a policy of an impairment being "functionally
equal” to the Listings. of Impairments. But review of the new
sequential evaluation regulation, 20 C.F.R. § 416.924 et seq.,
shows that SSA has not significantly redefined the concept. of
functional equivalence. As the table attached as Exhibit A
illustrates, SSA has not, with two small exceptlons, made any
changes in functional equlvalence" :

*  Thus, the "new" functional equivalence, as set forth in 20 C.F.R. §
416.926a, is different from SSA‘'s prior functional equivalence, as set forth in
20 C.F.R. § 416.926a and the POMS, in the following ways:

® in assessing whether a child is disabled under the "broad areas of
development or functioning" test, SSA will explicitly consider 1limitations in
gress and fine motor skills in determining functional equivalence (motor skills
were not explicitly donsidered under the old "broad functional limitations"
equivalence test}; and

® maladaptive behavior is not considered in the personal development or
functioning area for children ages 3 to 18B.
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Indeed, the Administration states in its training
materials that:

Step 3 - also remains the same — We con51der whether

the impairment (s) meets, or medically or
functionally equals, a listing.... The policy of

functional equivalence has not changed, but we have
clarified it because of its new importance.

SSA Office of Disability, Childhood Disability Training Student
Manual, Pub. No. 64-075 (March 1997) at TAB A--Outline, p. 5.
(emphasis added)?

In addition, the clarification of functional equivalence,
set forth at 20 C.F.R. § 416.926a(b), which identifies four
categories of functional equivalence, is essentially identical to
the three categories of functional equivalence previously used by
SS8A and set forth in its Program Operations Manual Systems
("POMS"). See Table B for comparison of o©ld and new functional
equivalence categories.

Thus, it is fair to state that SSA's "new" childhood
disability standard is essentially the "old" first three steps of
the childhood disability sequential evaluation applied prior to
August 22, 1996 (the date of enactment of Pub.L. No. 104-193).

2. The New Standard Is Much More Restrictive Than That
Test Contemplated By Congress When It Passed The
Welfare Act

In enacting the "marked and severe ' functional
limitations" test, Congress gave SSA great latitude to determine
the specific disability standard to be applied to children seeking
SS8I. Indeed, the Congressional Budget Office estimated that,
because of the broad room for regulatory interpretation, some
number of children less than 10 percent to a maximum 28 percent of
the total number of child SSI beneficiaries could be cut off the
rolls.

25ee also 62 Fed. Reg. at 6413 (Feb. 11, 1997} (".. we are retaining our
prior policies on determining functional equivalence.")
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The legislative history of the Conference Report on the
welfare act is vague, and at bottom, non-determinative of the key
issue of the severity threshold of the new test. While it provided
that, "[iln those areas of the Listings that involve domains -of
functioning, the conferees expect no less than two marked
limitations as the standard for qualification," it nowhere states
that "two marked" is also the standard outside the Listings, nor
that the Listings or equivalence to the Listings must be used as
the sole childhood disability standard. Indeed, the Conference
Report sanctions use of other determination standards beyond the
Listings: the conferees state that they "expect SSA to continue to
use criteria in its Listings of Impairments and in the application
of other determination procedures, such as functional equivalence,
to ensure that young children .. are properly: considered for
eligibility of benefits." (emphasis added). H.R. Conf. Rep. No.
725, 104th Cong., 2d Sess. 328 (July 30, 1996). (SSA has chosen to
ignore this language emphasized above in its selective recitation
of the legislative history, see 62 Fed. Reg. at 6409.)

Prior versions of the welfare legislation’s SSI childhood
disability provisions that Congress considered and rejected, offer
further relevant history for interpreting the new standard. (SSA
appears to be oblivious to this critical history.) The House of
Representatives version would have defined the childhood disability
standard as a medical impairment (s} that met or equalled the
Listing of Impairments set forth at 20 C.F.R. pt. 404, subpt. P,
app.1--the present third step of the childhood standard and the
standard adopted in these interim final regulations. Compare H.R.
4, § 602(A) (1) (ii) (II), 104th Cong., 2d Sess. (1996} with 62 Fed.
Reg. at 6410 (Feb. 6, 1997) (3d col.) (the standard in the newly
enacted law "is a level of severity that meets or medically or
functionally equals the requirements of a listing").

The Senate rejected the House’s use of "meets or equals"
the Listings as the sole SSI childhood disability standard, and
this rejection prevailed for final enactment. Initially, the
Senate version defined childhood disability as a "medically
determinable physical or mental impairment ... that results in
marked, pervasive, and severe functional limitations .... " H.R.
4, § 311{a)(4). In addition, the Senate version deleted the
reference to maladaptive behavior in the "B" criteria of the
children’s mental impairment listings and discontinued use of the
individualized "functional assessment (IFA). Id. However, the
Senate later, upon final passage of the welfare act and to avoid
too stringent a test, deleted the word "pervasive" from the new
statutory standard. 141 Cong. Rec. S 13613 (Sept. 14, 1995) (2d
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col.). In a key Senate floor colloquy, former Senate Majority
Leader Bob Dole stated: .

[T)he term "pervasive" included in the earlier
definition implied some degree of impairment in
almost all areas of a child’s functioning or body
systems. That was not the intent of the earlier
proposed change to the statute.

Id. Senator Dole’s statement rejects a Listings-level severity
standard because Senator Dole was describing impairments of
Listings-level severity, as these generally are so severe as to
have "pervasive" impacts rendering the child almost or totally
dysfunctional.? Senator Dole’s statement also rejects Listings-
equivalency levels of severity because, similarly, the functional
equivalency regulations tied to the Listings also embody
"pervasive" impacts of extreme disability such as a child needing
an organ transplant, ventilator dependence, or a child requiring 24
hour medical supervision. 20 C.F.R. § 416.926a(d). SSA’s interim
final rules embody the same ‘"pervasive" type impairments as
examples of functional equivalency. 20 C.F.R. § 416.926a(d), 62
Fed. Reg. at 6428 (Feb. 11, 1997).

In the end, -the House stepped away from its "meets or
equals" Listings test, and accepted the Senate’s less stringent
~childhood disability standard. This reflected Congress’ intention,
in the words of Senator Dole, to "tune up" (but not drastically
change) the children‘s SSI program.

Most importantly then, the prevailing Senate version
rejected sole reliance on the third, "meets or equals," step of the
sequential evaluation--the standard that SSA adopted in these
interim final regulations. This reading of the legislative history

’see, e.q., Hypoglycemia Listing § 109.12 (child in convulsions or a coma) ;
Hypertensive cardiovascular disease Listing, § 104.03 (requiring impaired renal
function, cerebrovascular damage or congestive heart failure) ; Neurclogical Motor
dysfunction Listing, § 111.06 (persistent disorganization or deficit of motor
function 1nvolv1ng two extremities which interferes with major daily activities
and results in disruption of fine and gross movements or gait and station);
Juvenile diabetes Listing, § 109.08 (despite prescribed therapy child has recent,
recurrent hospitalizations with acidosis or recent, recurrent episodes of
hypoglycemia) .
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was further confirmed in letters to the White House from the bi-
partisan Senate floor leaders of the finally enacted provision.®
SSA, in an extraordinarily deficient recitation of the legislative
history, chose to totally ignore both House and Senate’s ultimate
rejection of the "meets or equals"” version of the legislation, the
Senate floor colloquy, the dropping of the "pervasive" language in
the Senate, and the letters of these Senators who fashioned the
final language. Without this honest addressing of the complete
legislative history, SSA’s total reliance upon ambiguous conference
report language then is highly suspect and misplaced.

3. Estimates of Numbers of Children Who Will Lose SSI
Eligibility Are Not Realistic And, Thus Do Not
Justify SSA’s Statement That The Standard In The
Interim Final Regulations Is Less Restrictive Than
The Listings Of Impairments.

SSA, in its rationalizing assessment of the impact of
these interim final regulations, published concurrently with

4 In one such letter, Sen. John H. Chafee (R-R.I.) stated that the

congressional compromise on children’s SSI "is notable in two ways. First, it
preserved a broad functional approach beyond the ‘Listings of Impairments,’ in
measuring childhood disability. Second, it specifically does not establish the
listings level of severity, or any other equivalent level of severity, as the
measure to be used in assessing childhood disability." Letter of Sen. John H.
Chafee to President Clinton (Sept. 17, 1596). )

Likewise, Sen. William Cohen (R-Me.} stated that,- even though "Congress
intended that the new eligibility guidelines should be more stxict than the [IFA]
. there was, [however), no explicit directive that the new standard equal the
level of severity generally found in the Listings of Medical Impairments."
Letter of Sen. William Cohen to President Clinton (Oct. 8, 1998&).

Similarly, Senate Minority Leader Tom Daschle (D-S.D.) noted that, while
vthe new statute requires SSA to eliminate the old [IFA) ... it does not compel
SSA to adopt the very strict level of the listings." Letter of Sen. Tom Daschle
to President Clinton (Oct. 4, .1996). .

Finally, Senator Kent Conrad (D-N.D.) stated that "(t]lhe Senate debate and
the legislative history of the final SSI reforms make it clear that Congress did
not call for a radical overhaul of the program. In fact, in a colloquy with
Senator Chafee and me on September 14, 1995, Senator Dole referred to the SSI
program as simply in need of a ‘tune-up.’'” Letter of Sen. Kent Conrad to
President Clinton (Sept. 4, 1996). These contemporaneous descriptions of the
legislation are probative of Congressional intent.



John J. Callahan
April 2, 1997
Page Eight

jesuance of the rules, falsely creates a fiction for White House
and public consumption that pretends to chart a middle course. The
vmiddle" turns out to be the number of children to be axed by these
rules: : :

We expect benefit eligibility for a total of
135,000 of those children receiving benefits at
date of enactment will be terminated as a result of
these changes in the law. (emphasis added)

See Supplemental Security Income (SSI) Determining Disability For
A Child Under Age 18 Interim Final Rules With Request For Comments-
-Assessment Of Benefits And Costs To Society And Presentation Of
Major Policy Alternatives, p. 6 (Feb. 1997) (issued pursuant to
Executive Order 12866). About 266,000 children will be reviewed
under these new rules, and almost exactly half are projected to be
terminated.

In large part, SSA relies on this estimate that "only"
50% of children will be terminated from SSI as justification for
the "new" disability standard, a grisly variant of the Solomonic
story of splitting the child in half.® In so doing, SSA concedes
that the welfare act did not require it to rely solely on the
listings step to define childhood disability.

 88A provided no explanation of why only 135,000 current
child SSI recipients will be terminated from SSI eligibility and
has not responded to date with any data supporting this number.
However, SSA states that this 135,000 estimate is a middle ground
and thus complies with welfare act. 1In contrast to the 135,000
termination estimate, SSA, in the same Assessment, posited two
other "Policy Alternatives" rejected by SSA. '

In the first Alternative, SSA estimated that 190,000 SSI child
recipients would be terminated under a "literal interpretation" of
the legislation. SSA defined a literal interpretation as
essentially ending the IFA and continuing the prior "meets or
equals" the Listings step without "clarification" of functional
equivalence. Id. at p. 7.

3

*The story of Solomon and the baby to be split in half should be on the
reading list for those White House and SSA policy makers fashioning this
"compromise" who believe here that fairness and legality always reside in the
middle.
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What SSA hides here--but states clearly elsewhere--is
that its functional equivalence policy, absent the relatively:
insignificant addition of consideration of fine and gross motor
skills for children age 3 to attainment of age 18, "has not
changed." SSA Office of Disability, Childhood Dlsablllty Training
Student Manual, Pub. No. 64-075 (March 1997) at TAB A--Outline, p.
5. Put another way, the only way that SSA’'s estimate of 190,000
terminations is correct 1is that, but for consideration of
limitations in gross and fine motor skills for children age 3 to
age 18, 65,000 children would be terminated from SSI disability
under the upcoming childhood disability review process. There is
no ratiocnal way for the "motor skills" addition to favorably affect
so many children.®

In the second Alternative, SSA estimated that 45,000 SSI
child recipients would be terminated if it had added an additional
step in the sequential evaluation beyond the listings that provided
that a child would be considered disabled with a "marked”
limitation in one area of functioning and a "moderate" limitation
in another area of functioning. This was the interpretation urged
by the bi-partisan group of Senators who had framed the final
version of the SSI child provisions. See fn. 4, supra. (This
interpretation would still have dropped the more liberal part of
the IFA test by ending ellglblllty based on "three moderate"
impairments..)

SSA contends that use of a one "marked" and one
"moderate" test "would have retained the IFA, albeit in a narrower
version, in violation of § 211{b)(2)" of the welfare act. SSA’'s
argument is specious as it assumes that any disability standard
that looks like any part of the old IFA test must be illegal.
Under such reasoning, functional equivalence is likewise suspect,
as is the new rule’'s reliance on "areas" of functioning, which
uses the same "domains" of functioning used in the IFA test.
Compare 20 C.F.R. §§ 416.926a{b)(2) & (c) (interim final
regulations) with 20 C.F.R. § 416.924d(c) {1996).

-

€At the end of 1994, the total number of IFA allowances for all physical
impairments, totaled just 32,900. Report to Congress of the Nat’l Comm'n on
Childhood Disability, 1991-1954, App. 7E (Oct. 1995). And "motor skills" at
Listings level equivalency is a far more severe test than under the IFA.
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Neither estimate contains any explanation as to how the
numbers of terminations were calculated. And, the analysis fails
to come to grips with the central problem with SSA’s estimate that
"only" 135,000 SSI child recipients will be terminated from SSI.
Because the functional equivalence standard is essentially the same
as that applied by SSA prior to enactment of the welfare act, and
all the IFA children had already failed to qualify at the step
three "meets or equals" step, SSA’s estimate that only half of
those children whose claims will be reviewed will be terminated is
not credible. Thus SSA‘s representation to the White House and
public in the policy Assessment of charting a middle course is
disingenuous.

Thus all these IFA children were presumably reviewed
previously under virtually the same functional equals test, and all

lost at step 3, leading to the step 4, IFA allowance. (SSA has
failed to provide any credible evidence that step 3 was "skipped
over" for anywhere like 135,000 children.) These rules have set in

motion a disaster in the making for the great majority, not just
50% of the 266,000 children now being reviewed.

4, The Closed Process in Developing The Interim Final
Rules Taints These Regulations

Unlike the effort after the court's Zebley decision at
formulating childhood disability rules, the agency failed in the
six months from August 1996 to February 1997 to establish any kind
of consultation process with national experts from the mental
retardation, mental health, and pediatric professional communities,
nor from the nationally recognized child disability consumer
organizations. Given the impact that these rules will have on one
million currently disabled children on SSI, this lapse is shocking
and unprecedented.

In 1990 the agency convened a work group ©f national
pediatric experts to advise it on developing new evaluation rules.
Since that time various other experts have also been identified
outside SSA who were available for similar consultation. Yet for
some unarticulated reason, expert input was not sought for these
rules. This lack of input is reflected not only in deficiencies:as
~enumerated in the following comments, but more broadly in the
larger concept ofi these new rules, i.e. rescission of the IFA with
no satisfactory replacement except a return to a pre-existing
policy that totally failed to properly evaluate these children.
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This extraordinary lapse in agency decision-making needs
to be remedied by the creation of a group or groups to advise the
agency on rules to replace these interim rules, and for this effort
to be placed on a fast-track with a set time table. Too much is at
stake for the lives and health of children to have such important
rules take final effect, as they have already done, without this
necessary input. ’

B. Specific Remediable Problems with the Interim Final
Regulations

As a general note, especially for the Commissioner and
General Counsel, a number of remedies for deficiencies in the rules
involve more explication and elaboration to provide greater
clarity and understanding of the rules. We anticipate a response
that the Office of Disability has already put forth, that greater
detail is or will be provided in the POMS. But, the POMS are
either unavailable or deemed irrelevant by Administrative Law
Judges, Appeals Council Members and Regional Counsel and U.S.
Attorneys who look solely to the regulations for interpretation.
Thus, reliance on the POMS as a cure virtually insures a dual
system of law at SSA, and differential treatment of the same
children by different levels at SSA.

As guardians of due process and equal protection, the
Commissioner and General Counsel  should not allow references to
POMS provisions, current or future, to let the agency avoid its
responsibility to have the regulations themselves be adequate to
the task at hand--especially here where "functional equivalency® is
such an inherently complex and often unfathomable policy upon which
to rest the lives and health of so many children.

If we were to prioritize concerns among the following
critical comments we would emphasize: :

--the need to better define and give necessary, working
flexibility to the key term "marked," including the
weighing of combined impairments and where two
impairments exist in one "area";

--incorporation of the Standard Error of Measurement
("SEM") into the definition for tests such as I.Q. tests
to allow children within the SEM of 2 standard deviations
to be "marked";
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--separate the cognitive/communicative htarea";

-=-provide addltlonal "areas," espec1ally a personal one,
for evaluating children aged 1 to 3; '

--add "areas" for fairer evaluations of physically
disabled children; and

--expand, clarify, and make "other factors" a usable
adjudicative tool for evaluation and adjudication.

Detailed comments to the interim final regulations are
set forth below under headings for each regulation.

1. Section 416.911--Definition of disabling
impairment; and 416.924--How we determine
disability for children

For the reasons set forth in section A, we believe that
the standard for childhood disability, set forth in the rules is
considerably more restrictive than mandated by the welfare law. We
urge SSA to adopt a new standard that incorporates the one "marked"
one "moderate" impairment concept discussed above, and urged by the
bi-partisan group of Senators who crafted the enacted standard.

2, Section 416.919n--Informing the examining physician
or psychologist of examination scheduling, report
content, and signature requirements.

In subpart (c)(6), the regulations provide that the
consulting examining physician’s report should:

describe the opinion of the consultative physician
or psychologist about your functional limitations
in learning, motor functionings performing self-
care activities, communicating, socializing, and
completing tasks (and, if you are a newborn or
young infant from birth to age 1, responsiveness to
stimuli) .



John J. Callahan
April 2, 19%7
Page Thirteen

This description of the areas of childhood functioning
lacks sufficient detail. For example, the word "socializing" does
not adequately explain the social area, as defined at 20 C.F.R. §
.416.926a{b) (4)(iii). 1Instead, this section should cross-reference
the areas of functioning set forth in 20 C.F.R. § 416.926a(b) (5),
and require reports to analyze a child’s functioning by comparison
to the areas of functioning set forth by age group. In additioen,
this section should cross-reference the guidelines on consideration
of age in 20 C.F.R. § 416.929a, functioning in children in 20
C.F.R. § 416.926b, other relevant factors in 20 C.F.R. § 416.926c,
and consideration of pain and other symptoms in 20 C.F.R.

§ 416.929.

Often, doctors, including doctors employed by state
disability determination services, are not aware of these
provisions concerning evaluation of childhood disability claims.
Requiring consideration of these factors will help to ensure that
childhood disability claims are fully and fairly developed.

In subsection {g), SSA provides that it will require
completion of the Form SSA-538, Childhood Disability Evaluation
Form for all cases at the initial level and for all cases at the
reconsideration level, except for cases in which a disability
hearing officer makes the-decision. However, ’

(dlisability hearing officers, administrative law
judges, and the administrative appeals judges on
the Appeals Council (when the Appeals Council makes
a decision) will not complete the form, but will
indicate their findings at each step of the
sequential evaluation process = in - their
determinations or decisions.

Because SSA acknowledges that functional equivalence is now the
"last point of adjudication in a child’s claim [and is] critical to
the outcome of many (sic] cases," 62 Fed. Reg. at 6413, SSA should
require all decisionmakers, including disability hearing officers,
administrative law judges, and administrative appeals judges at the
Appeals Council to complete the Form SSA-538. Such a requirement
will ensure that all decisionmakers go through the appropriate
analytical process in assessing functional equivalence. Use of the
form will help to, ensure that decisionmakers do not omit parts of
the functional equivalence determination, including, but not
limited to, consideration of the four different types of functiocnal
equivalence,
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In addition, completion of this form will provide greater
uniformity in decisionmaking, a perennial problem at SSA that would
be exacerbated by this differentiated requirement.. Indeed,- SSA
should treat the functional equivalence determination as it does
mental impairment determinations in which the Psychiatric Review
Technique Forms are completed. 20 C.F.R. § 416.920a requires that
SSA decisionmakers complete a standardized document to ensure that

mental impairments are properly evaluated. In justifying its
requirement that such a standardized document be completed by all
decisionmakers, including disability hearing officers,

administrative law judges, and administrative appeals officers at
the Appeals Council, SSA states that use of the document assists in
"[olrganizing and presenting the findings in a clear, concise, and
consistent manner." Id.

The same reasoning applies to functional equivalence
determinations, particularly where SSA has pointedly focused on the
need to “clarify” the . functional equivalence determination to
"reflect the increased importance of the functional equivalence
policy under the new law." 62 Fed. Reg. at 6413. Unless
standardized instruments are used to ensure the “clarified”
procedure is applied, there is a significant risk that disability
hearing officers, administrative law judges, and administrative
appeals officers at the Appeals Council will not properly apply the
“clarified” functional equivalence standard.

In addition, while not part of the regulation, Form SSA-
538 needs to be redrafted to ensure that all factors relevant to

the disability process are considered. For example, the "other
factors" are hardly mentioned, and with no means or direction on
the form as to how to employ them. And although "marked" is

defined as two standard deviations from.the norm, the definition
" fails to take account of the margin of error of standard tests.

3. Section 416.9i4a--Age as a factor of evaluation in
childhood disability.

As is argued later in the discussion concerning
functional equivalence, SSA should cross-reference or integrate the
rules concerning age as a factor of evaluation in childhood
disability in 20 C.F.R. § 416.926a, and into Form SSA-538.
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4. Section 416.924b--Functioning in children.

This section defines three  important concepts:
vdevelopmental milestones” used generally to assess children from
birth to attainment of age 3, "activities of daily living" used
generally to assess children from age 3 to attainment of age 16,
and "work-related activities" used generally to assess children
from age 16 to attainment of age 18.

These three concepts need to be integrated, by cross-
reference, into 20 - C.F.R. § 416.926a,.the functional equivalence
regulation, and into Form SSA-538. '

5. Section 416.924c--Other factors we will consider.

) The "other factors" policy was left untouched by the new
welfare law which gave tacit approval to its contents. Yet, this
section generally fails to provide adjudicative guidance to
decisionmakers about how these “other” factors should be used in
the disability determination process. In subsection (a), the
regulation provides generally that:

When we evaluate whether your impairment (s)

" causes marked and severe functional limitations, we
will consider all the factors that are relevant to
the evaluation .. such as the effects of your
medications, the setting in which you live, your
need for assistive devises, and your functioning in
school.

However, § 416.924c fails to provide any guidance on how
consideration of these factors is done in the childhood sequential
evaluation. This omission is repeated in 20 C.F.R. § 416.926a, the
functional equivalence section, and in Form SSA-538.

To avoid "other factors" continuing to be a largely
ignored policy in adjudications, SSA should give more specific
guidance in the regulation as to how it should be used in the very
concrete contexts of the critical “marked" and “moderate"
adjudicative terms. Thus SSA should prescribe in accordance with
the clear intent of, for example, the structured setting "factor,"
§ 416.924c(d), 62,Fed. Reg. at 6423, that a "moderate" level of
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functioning in a supportive setting may in fact be a "marked" level
outside of the setting. SSA should bring into the rules the more
helpful discussion of the "other factors" from the POMS § DI
25214.001.A.2 (Draft, Mar. S, 1997}, but this cannot substitute for
guidance on how they affect "marked"/"moderate" and the ultimate
finding. _

Also the "other factors" policies lack express linkages
to the critical "areas of functioning" that determine eligibility
in functional equivalence. Each of the "other factors" should
cross-reference or cite those areas, impacted upon by the "other
factors", e.g. school attendance or lack thereof relating to social
functioning and cognitive functioning.

The critical need is to explain how, when such factors
are present, the adjudicator actually uses them to make a decision.
The rules are bereft of this guidance. When one looks at the
singular Evaluation Form, SSA-538, for example, "other factors" is
never mentioned in the first three of the four "methods" for
assessing functional equivalence, and barely mentioned in the
fourth ("Broad Functional Limitations")}. And the entire form lacks
necessary guidance on what you do when they are present, e.g.. how
a "moderate" can become a *"marked" with other factors present.

SSA would do well to incorporate superseded POMS
provisions which set forth procedures to follow in assessing
whether the "factor" was relevant for the disability determination.
See POMS § DI 25214.015.C (CD-ROM, Jan. 1997). Without this
direction this will be a forgotten or not understood policy among
many decisionmakers at a time when "functional equivalence" must be
as all-encompassing as possible. ‘

Finally, SSA should use this opportunity to assess the
adequacy of the "other factors" listed, which the medical community
has viewed as too limited. As the original SSI Childhood Workgroup
unanimously recommended in 1990, the rules need to take into
account widely acknowledged risk factors, such as biclogical ones
like anemia and recurren:t infections, health care related ones,
like less than optimal treatment available, and family and
environmental ones like malnutrition, history of abuse and toxic
environment. These objectively observable risk factors
are considered by the professional communities to be indispensable
in the evaluation of pediatric impairments, particularly if one is
attempting to make longitudinal judgments.
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6. Section 416.926--Medical equivalence for adults and
children. '

This section defines medical equivalence for children, by
combining. it with the adult medical equivalence definition.  Our
concern with this definition concerns the types of evidence that
may be used to support a finding of medical equivalence.

As drafted, the regulation provides that medical
equivalence findings may be based only on medical evidence. To
wit, the sentence "l[wle will compare the symptoms, signs and
laboratory findings about your impdirment(s), as shown in the
medical evidence we have about your claim, with the corresponding
medical criteria shown for any listed impairment[.]" is consistent
with the sentence that follows, "I[w]hen we make a finding regarding
medical equivalence, we will consider all relevant evidence in your
case record" only if relevant evidence is defined to encompass only
"symptoms, signs, and laboratory findings."’

SSA should clarify these two sentences to make clear, at
least in determining medical equivalence for children, that "all
relevant evidence," and not just "symptoms, signs, and laboratory
findings" must be considered in making medical equivalence
determinations. Thus, we-propose that this section be rewritten as
follows:

(A) How medical equivalence is determined. We
will decide that vyour impairment(s) is
medically equivalent to a listed impairment in
appendix 1 of subpart P of part 404 of this
chapter if the medical findings, as evidenced
by all relevant evidence_in your case record,
are at least equal in severity and duration to
the listed findings. We will compare the
symptoms, signs, and laboratory findings about
your impairment(s), as shown in the medical
evidence we have about your claim, and by all
other relevant evidence _concerning vour

impairment {s) in your case record, with the

7 The draft POMS language provides the same. POMS DI § 25215.0010A.2.Db.
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corresponding medical criteria shown for any
listed impairment. irds
r
. 3 13 ) . g :
reeord-.

Finally, SSA should provide some examples of medically
equivalent impairments, as it has done for functional equivalence.
‘See 20 C.F.R. § 416.926a(d). Equivalence, now as the last step in
the process, is unusually important, and medical equivalence 1is
still a cloudy area for most decisionmakers. Many decisionmakers,
and medical and psychological consultants would benefit from
examples of medical equivalence.

7. Section 416.926a-—Functidna1 Equivalence

There are several problems with the manner in which the
Administration has defined functional equivalence, including the
following:

a. Failure To Adequately Integrate, By Reference To
Other Regulatory Sections, Consideration Of Issues
Concerning. Age, Functioning In Children, Other
Factors, And Symptoms Such As Pain

i. Failure To Incorporate Age As A Factor Of
Determining Functional Equivalence

The broad areas of functioning for children birth to
attainment of age one and from age one to attainment of age three
should cross-reference 20 C.F.R. § 416.926 (b) concerning correcting
chronological age of premature infants. In addition, the broad
areas should contain an explanation and examples of how correction
of chronological age might affect evaluations under these broad
areas of functioning.

The broad areas of functioning for children from
birth to attainment of age 6 should cross-reference 20 C.F.R. §
416.924a{c) {3) concerning age and the impact of severe impairments
on younger children. Particularly important for decisionmakers is
the guidance provided by 20 C.F.R. § 416.924a(c) (3) concerning a
child’s development between birth and age 6. In addition, the
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broad areas should contain an explanation and examples of how
deficits in development in one area can delay development or
functioning in other areas.

The broad areas of functioning for children from age
12 to 18 should cross-reference 20 C.F.R. § 416.926a({c) (4)
concerning the difference in 1loss of functioning caused by
impairments occurring at various age levels, and the effects of

" degenerative disorders.

This is also a problem in the Form SSA-538.

ii. Failure To Incorporate Terms of Functioning In
Functional Equivalence Determination

This section defines three impeortant concepts:
"developmental milestones" used generally to assess children from
birth to attainment of age 3, "activities of daily living" used
generally to assess children from age 3 to attainment of age 16,
and "work-related activities" used generally to assess children
from age 16 to attainment of age 18. These three concepts need to
be integrated, by cross-reference, into 20 C.F.R. § 416.926a, the
functional equivalence regulation.

This is alsc a problem in Form SSA-538.

iii. Failure To Incorporate "Other Factors" 1In
Functional Equivalence Determination

200 C.F.R. § 416.924c provides an important
discussion of some "other factors" that may have impact on child’s
functioning, including, but not limited to, chronic 1illness,
effects of medication, effects of highly structured settings,
adaptations, time spent in therapy, and school attendance. These
concepts need to be integrated, by cross-reference, into 20 C.F.R.
§ 416.926a, and concrete advice given as to how they are considered
in the functional equivalence determination.
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iv. Failure To Incorporate Evaluation Of Pain And
Other Symptoms In - Functional Equivalence
Determination '

20 C.F.R. § 416.929 provides an important discussion
of how pain and other symptoms may impact on child’s functioning.
The language regarding pain and other symptoms need to be
integrated, by cross-reference, into 20 C.F.R. § 416.926a. Again,
the regulations need to make it clear how pain gets factored into
the equivalence determination.

This is also a problem in Form SSA-538.

Thus, we propose that a new subparagraph (5) be
added to 20 C.F.R. § 416.926a(b) that provides as follows:

(5) In considering the methods under which you may have
an impairment{s) that is functionally equivalent to
a listed impairment, we will consider the following’
factors, which are discussed elsewhere in these

regulations:
mcorrected chronological age (200 C.F.R. §
416.926a(b});
myour ability to adapt to an impairment(s) (20

C.F.R. § 416.926a{c) (1)) ;

mthe interactive and interdependent impact of
severe impairments on you if you are a younger
child (20 C.F.R. § 416.926alc) (3)}; '

@the impact of degeneratiﬁe disorders on you if you
are an older child (20 C.F.R. § 416.926a(c) {(4)};

sthe importance of developmental milestones for you
from birth to attainment of age 3 (20 C.F.R. §
416.926b{(b) {(2));

mthe importance of activities of daily living for
you from age 3 to attainment of age 16 (20 C.F.R. §
416.926b(b) (3));
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mthe importance of work-related activities for you
from age 16 to the attainment of age 18 (20 C.F.R.
§ 416.926b{b) (4}); . C

lthe importance of the factors of chronic illness,
effects of medication, effects of hlghly structured
settings, adaptations, time spent in therapy, and
school attendance (20 C.F.R. § 416.926c); and

mconsideration of your pain and other symptoms (20
C.F.R. § 416.929).

b. Failure To Provide Examples O0f Various Types Of
Functional Equivalence, And Conversely, To Explain
Why The Twelve Examples Listed Are Functionally
Equivalent.

SSA, when it defines the four functionally equivalent
impairment categories at § 416.926a(b) (1}-(4)}, i.e, limitation of
soec1f1c functions, broad areas of development or functioning,
eplSOdlC impairments, and limitations related to treatment or
medication effects, should provide examples by type of functionally
equivalent impairments. Without such examples, SSA decisionmakers
will not properly apply these sections.

Thus, SSA should make the following additions to
subsections (b) (1), (3) and (4):

{1) Limitation of specific functions. * * T
Limitation(s) of specific function(s) is expressed
in several of the listings. For example:

Arguably, SSA has done this at 20 C.F.R. § 416.926a(c) {2). However, that
paragraph is limited to consideration of broad areas of development or
functioning. The factors set forth are applicable in consideration under the
other three methods of showing functional equivalence. Second, not enough detail
is contained in 20 C.F.R. § 416.926a({c) {2) about these factors and their role in
the disability determination. Finally, there is no cross-reference to 20 C.F.R.
§ 416.929, which concerns evaluation of pain and other symptoms.
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(3)

Listing 101.03A (Deficit of musculoskeletal .
function - "walking is markedly reduced in speed or
distance despite orthotic or prosthetic devices";

Listing 104.05C (Cardiac arrhythmia, with "labored
respiration on mild exertion");

Listing 111.07B (Cerebral palsy with ".. motor
dysfunction and .. IQ of 70 or less; or ..
interference with communication; or .. emotional
disorder"); or

111.09A (Communication disorder with documented
neurological deficit, with "speech deficit which
significantly affects the clarity and content of
speech") .

Episodic impairments. * * * Episodic impairments
are described in several listings. For example:

Listing 103.03B. (Asthma, in spite of prescribed
treatment, “"and requiring physician intervention,
occurring at least once every 2 months or at least
six times & year.");

107.05A. (Sickle cell disease, with ‘"recent,
recurrent, severe, vaso-occlusive crises.");

Listing 111.02A.. (Major motor seizures despite
treatment, with "nocturnal episodes manifesting
residuals which interfere with activity during the
day."); .

Listing 12.03C. (Schizophrenic, Paranoid, and Other
Psychotic Disorders, "characterized by .. repeated
episodes of deterioration or decompensation."); and

Listing 14.08N. {Human Immunodeficiency Virus
(HIV) with repeated manifestations of HIV
infection or other manifestations resulting in
significant, documented symptoms or signs.").

x

-
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Conversely, SSA should explain why the 12 examples, set
forth at 20 C.F.R. § 416.926a(d), are functionally eguivalent.
This is a comment we made to.the previous set of regulations. If
functional equivalence has been underutilized, as SSA maintains,- it
should take every possible step to remedy that problem. SSA should
include the explanations included in its Childhood Disability
Training - Student Manual at Tab B in the regulations to provide
guidance to decisionmakers on why the examples are functionally
equivalent. All decisionmakers, especially ALJ's, Appeals Council
members and Regional Counsel, will not be accessing this student
manual into the future.

c. Failure To Adequately Define "Marked" And "Extreme"
Functional Limitations. .

To avoid the likely consequence of terminating the great
majority of the 266,000 children to be reviewed, and to comply with
the recent legislation, the question of what constitutes "marked"
is probably one of the most important rules to reconsider and
revise.

i. Need to Allow for Combining Impairments to
Constitute or Equal a "Marked"®

Federal statutory 1law binding on SSA has long
required that multiple impairments must be fairly and accurately
weighed by the agency: "The Secretary shall consider the combined
effect of all of the individual’s impairments without regard to
whether any such impairment, if considered separately, would be of
such severity... [Tlhe combined impact of the impairments shall be
considered throughout the disability determination process." 42
U.S.C. § 1382c(a) (3) (F).

The new interim rules definipion of "marked
limitation" does include language that this limitation "may arise
when several activities or functions are limited...," yet there is

no more guidance for situations when there are multiple impairments
and problems, each of which may be well-documented, strong but
"moderate" limitations. It is apparent logically and in medical
practice for the combination of lesser problems adding up to a
“marked" or two "marked" level of functioning, yet the rules skirt
this reality. R
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What is far worse is that in the March 1997 Student
Training Manual, the agency has in Tab F, Question 30 asked: "Can
3 "moderates" add up to 1 ‘"marked"? What about a child with
"moderate" limitations in.cognition and "moderate" limitations in -
communication unrelated to cognition? Response: "Moderate
limitations cannot be "added-up" to equal a "marked" limitation."
(emphasis added) .

There is no justification either in medical practice
or in the recent law enacted for this extreme and harsh position.
Certainly the regulations as written don’t require this response.
More importantly the rules need to make abundantly clear that
combining impacts to reach a "marked" limitation is fully in
keeping with prior and existing law, 42 U.S.C. § 1382c(a) (3) (F)
above, and the new law's broad reach to assess all "functional
limitations" that may constitute in totality the level of "marked
and severe functicnal limitations" this new law anticipated.

ii. Establish Needed Flexibility in What
Constitutes Two "Marked"™ Limitations by
Recognizing that Two Separate Impairments that
Affect the Same "Area®" of Function Satisfies
the New Statutory Test

SSA has always recognized that a person could be
markedly impaired in a particular domain or area even if they were
restricted in only a few functional activities encompassed in a
broad domain or area. Thus, the interim rules state that a "marked
limitation may arise when several activities or functions are
limited or even when only one is limited as long as the degree of
limitation is such as to interfere seriously with- the child’'s
functioning.® 20 C.F.R. § 416.926a(c) (3) {i) (C) (emphasis added).
This is a sound approach that recognizes that loss of a key
function can be devastating to overall ability. However, SSA does
not follow this policy to its logical conclusion. Two separate
impairments can affect particular functions in the same domain or
"area" but they will not be separately weighed because they fall
within the same broad "area." Thus if a child has a physical
impairment that affects his ability to walk and that inability is
. correctly categorized as "marked" in the motor "area," then there
is no way to also evaluate and give additional adjudicative weight
to another separate motor impairment--say, for example, a child who
also lost several fingers due to an accident, which might also be




/

John J. Callahan
April 2, 1997
Page. Twenty-Five

properly considered as causing a separate "marked" problem in fine
motor skills. Similar problems can, of course, arise in any of the
broad areas of function, be they motor, cognition/communication,
personal, social or concentration, persistence or pace.

The problem is exacerbated by the interim decisicn
to combine the disparate functions in the cognitive and
communicative areas into one large area. For example, a child with
an IQ in the marked range might have a speech problem separate and
apart from her retardation, yet a marked inability to communicate
would not lead to a finding of disability because it was in the
same area. Perversely, a "marked" limitation in the personal area
would lead to a finding of disability, solely because it was in a
different area. '

Similar problems arise when the regulations classify
virtually all non-motor area physical impairments as personal care
limitations or classify physical stamina problems as limitations in
concentration, persistence or pace. A child, for example, may have
a physical impairment of asthma and a mental impairment of
depression, both seriously impacting but counting as only one
"marked" in concentration, persistence or pace. This doubling up
within "areas" only exacerbates what is already a significant
problem. )

As we have suggested elsewhere in these comments
below, the cognitive and communicative areas must be separated and
a separate category established for physical impairments other than
motor impairments. However, even if this were done (and especially
if it is not done) SSA must make it explicit that impairments
leading to different functional 1limitations in the same broad
*"functional® area should be separately counted as two marked
limitations to lead to a conclusion of disability regardless of how
the "areas" are grouped.

In the alternative, two marked limitations in the
same functional "area" should be considered an "other factor" under
20 C.F.R. § 416.924c that, when combined with a moderate limitation
in another area, will be considered disabling.
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iii. The Two Standard Deviations Below Mean
Standard for "Marked" Needs toc Be Further
Defined in the Rules to Provide for Standard
Error of Measurements

Our comments adopt the sound recommendations of Mrs.
Eunice Kennedy Shriver, Executive Vice-President of the Joseph P.
Kennedy, Jr. Foundation who submitted comments to Associate
Commissioner Susan Daniels on March 14, 1997 (letter attached as
Exhibit "C"). Mrs. Shriver, based on extensive consultation with
leading national experts in the field, explained that the use of
the Standard Error of Measurement ("SEM") was essential to fairly
apply the two standard deviations test. To obtain 95% confidence
limits, it 1s necessary to include two SEM’s.

Thus, as Mrs. Shriver wrote with regard to the IQ
test, the WISC3, "A Full Scale Score of less than 76, a Performance
Score less than 79, and a Verbal Score less than 78 all meet this
requirement." Mrs. Shriver goes on to other objective measurements
of childhood functioning where the same principle should be
applied, e.g. for motor and communicative scores, "standard scores
less than 70 +/- 2 SEM are likewise reflective of marked and
severe motor and communica:tive functional limitations;" similarly
where social functioning/behavioral rating scales are used
{consisting of T scores with a Mean of 50 and a standard deviation
of 10), "scores of greater that 70 +/- two SEM’'s reflect marked and
severe functional social-behavioral limitations...”

_ It is thus essential to revise the definition of
"marked" to explicitly provide that this pivotal term embrace
children whose scores are less than 70 plus or minus 2 SEM's.

. iv. The Definition of "Marked" Needs to Include a
Requirement that Standardized Tests Should in
All Cases be Obtained or Purchased by the
State Agencies

Mrs. Shriver‘s letter dated March 14, 1997 to
Assoclate Commissioner Daniels also makes reference to a number of
key standardized tests beyond IQ tests for areas of social
functioning, personal functioning and other areas. These are all
amenable to the two standard deviations +/- two SEM scoring. SSA
has never had a set policy on the use of these tests, and they are
often not used or purchased through Consultative Examinations. The
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current laissez-faire practice that leaves it up to state agencies
is not conducive to obtaining the best and most objective’
evaluations of children, and worse, almost guarantee non-uniform
and subjective assessments of what functional eguivalence is.

The Report of the Committee on Childhood Disability
of the National Academy of Social Insurance, Restructuring the SSI
Disability Program for Children and Adolescents, (eds. Prof. Jerry
L. Mashaw, Dr. James M. Perrin, and Virginia Reno, 1996) urged
increased use of standardized tests to assess the functional
consequences of mental disorders (at p. 27). This Report, reguested
by the Chairman of the House Ways and Means Committee, urged these
tests to be used to "improve the quality of evidence used to
determine a claim," and that many of these tests could be
administered by trained lay interviewers or technicians while
relying on doctors or psychologists to interpret the results. Id.
(See p. 27, n. 31 for tests cited by Academy consulting experts, as
well as those cited in Mrs. Shriver’s letter of March 14, 1997.)
The regulations should make it clear that such tests should be
purchased by SSA in most cases amenable to testing.

v, The Definition Section of "Marked" Needs
Examples To Promote Understanding and Uniform
Application

Unlike the prior adjudicative guidelines section of
the regulations, former sec. 416.924e, these rules use no examples
to illustrate what “"marked" means in the  real world of
adjudications. The agency should provide in the rules, not only in
POMS unavailable ‘to adjudicators outside state agencies, case
illustrations of what limitations "interfering seriously with the
child’'s functioning, " means in § 416.926a(c) (3} (i) (C) . This now is
essential as functional equivalence using the two marked level is
the last_step in the evaluation and must be well understood to
avoid mass termination of children.

vi. Clarify the Meaning of "Extreme" Limitations

There is an internal inconsistency with the
definition which says “"extreme" for an infant 1is "one-half
chronological age or less" and for an older child, 3-18 years of
age it is "no meaningful functioning." § 416.926a(c) (3) (ii) (C).
one half of functioning is certainly more than "no" meaningful
functioning. To make this consonant we suggest "minimal" should be
substituted for "no" before "meaningful functioning."
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d. Children Aged 1 To 3 Must Not Be Confined To
Just Three Areas of Punctioning

There is an inherent discrimination in these rules that
is not required by the new law that confines young children aged 1
to 3 to just three areas (cognition/communication, motor and
social), in contrast to infants who are evaluated in four areas and
older children in five areas. It is much more difficult to show
marked limitation in 2 of 3 areas, as opposed to 2 of 4 or 2 of 5.
This conflation of areas assessed for these young children is
inconsistent with how SSA evaluates these other children.

Personal development should be added as. an area ‘of
functioning for children aged 1 to 3. When Congress ordered changes
in the program, it did not at all seek changes in the types,
content or number of "domains" or, as they are now called, "areas"
of functioning. Indeed, Congress left in place the general
"Functioning in Children" regulation which established the general
constructs for these areas, including the "personal/behavioral" and
the "cognitive" and "communicative" as separate areas. See the
continuing regulation formerly enumerated as sec. 416.924b.

The agency well knows that a perscnal development area is
relevant and appropriate for children aged 1 to 3. Under prior
rules this area was defined for young children as: "your ability to
"help yourself and to cooperate with others in taking care of your
personal needs, in adapting to your environment, in responding to
limits, and in learning new skills." See prior rule sec.
416.924d(£f) (5). The agency should restore this area which the
pediatric community understands and uses to assess these children.

The inappropriate further conflation of the cognitive and
communicative areas is applicable to all children and is addressed
below.

e. Children With Physical Impairments Other Than Motor
Deficits Must Be Evaluated in Another,
Additional Area of Functioning

The addition of a motor skills area to the .mental
disorder functional areas of the Listings incorporated into the
functional equivalence test does nothing to cure the existing
deficiencies of the IFA test, which inadequately evaluated children
with physical problems using the same set of domains, as areas were
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then called. SSA must honestly admit that the mental disorder "B"
functional criteria were never intended to evaluate the physical
disabilities of children. And it simply is not fair to .these
children to assume as the rules do that all manifestations . of
physical impairments will be fairly assessed in the personal or
concentration, persistence or pace (or motor skills) areas.

The interim rules fail to heed the call of the National
Academy of Social Insurance Report cited above which found the
functional criteria in use then (and now continued on), "use
essentially the same criteria for assessing function as the mental
disorder listings" and consequently they are not appropriate for
children with physical impairments and children who have both
physical and mental impairments. (Report at pp. 27-28.}) The Report
urged that "appropriate criteria” be established for these children
including neurological, stamina and endurance, medical fragility
and vulnerability to disease, and the need for special equipment in
order to function. (Id. at 295.}

We therefore suggest an additional area of functioning to
capture the non-motor "marked and severe functional limitations" of
children ‘with physical impairments or both physical and mental
impairments defined as:

Other physical functions considered a part of
normal functioning such as breathing; eating,
digesting and eliminating; strength, stamina
and endurance; and ability to resist disease
and function in the physical werld, etc.

Congress certainly did not ask the agency to build upon oxr continue
deficiencies of the prior functional test. By failing to re-examine
how fairly the agency evaluates physically disabled children, and
failing to heed the call of informed observers such as the National
Academy of Social Insurance, the agency will ultimately fail to
meet the new statutory test which in now way ordered the physically
impaired child to be measured by mental disorder criteria.
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£. The Rules Need to Recognize the Separateness of the
Communication and Cognition Areas of Functlonlng
and View Them as Two Distinct Areas .

The conflation of the two areas of cognition and
communication into one combines area is in conflict with the
uniform and long-standing body of medical and scientific findings
and literature. Surely SSA understood this when it recognized the
separateness of _
these two domains in the prior rules. The new legislation, in
primarily addressing the apparent need for a new severity level
while continuing a broad "functiocnal limitations" test and indeed,
ratifying this concept for the first time in the statute, never
directed the agency to subtract or conflate areas of functioning.
Given the major body of medical and scientific literature behind
these analytical categories of functioning, Congress could not have
done so. Congress, remember, left intact the "Functioning in
children" regulation which clearly set forth the separate "major
spheres of activity--i.e. physical, cognitive, communicative...."
20 C.F.R. § 416.924b(b) (5). Yet these new rules, to the surprise
of all, managed, perhaps unintentionally, to "cut and paste" the
formulation as it appeared in the child mental disorder listings.

According to experts consulted by the Kennedy Foundation
in the fields of mental retardation and communication, there are a
number of reasons why it is 1ill advised to combine these two areas
into one. Mrs. Shriver, in her second letter to Susan Daniels of
March 20, 1997 (attached as Exhibit "D"), has set forth:

ny. Scientific Considerations.

Disassociation between cognition and communication
is seen in many children with specific language impairments who
exhibit significant deficits in language abilities, but who perform
within the normal range with respect to intellectual functioning.
Children with Landau-Kleffner Syndrome, for example (an acquired
language deficit associated with seizure disorders), maintain
normal cognitive ability despite losing communicative skills. 1In
the case of Williams Syndrome, affected children have mental
retardation but can display age-appropriate skills in some areas of
language. Many children with Down syndrome have communication
impairments that far exceed their level of intellectual impairment.
Finally, there are many neurological impairments and brain injuries
that differen;ially affect cognition and communication. In sum,

the two categories are simply independent from each other 1n many
areas of disease and disability.
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2. Communication warrants a separate domain.

Communication is the foundation for acquiring skills
in many other-'domains and, therefore, warrants a separate area.
Individuals who lack basic communication skills find it difficult
to form friendships, be integrated into educational settings,
acquire vocational skills, live independently and meet daily life
requirements. In fact, perhaps no other facet of human behavior so
directly impacts daily life and efforts by persons with
disabilities to be productive and independent members of society.
It is a category that should stand alone in both diagnostics and
assessments.

3. Clinical Implications of Combined Effects.

A combination of Mental Retardation (i.e. I.Q. 2
S.D. below the mean +/-2 SEM’'s) and a moderate to severe functional
limitation in communication (2 S.D’s below the mean +/-2 S.E.M.’'s)
is extremely disabling since there is minimal ability to compensate
for functional limitations by the use of assistive technology that
would be helpful in the presence of cognition in the normal range."

, There is thus every reason to keep these very
separate areas of functioning separate in the rules.

8. 20 C.F.R. § 416.929--How we evaluate symptoms,
including pain.

Pain and subjective symptoms can be easily overlooked.
Thus, the policy concerning how pain and other symptoms is to be
considered should be cross-referenced in 20 C.F.R. § 416.%24a
{(other factors we will consider) and 20 C.F.R. § 416.926a, the
functional equivalence regulation.

In addition, pain and other symptoms should be included
in the first section of Form SSA-538 concerning factors that must
be considered in assessing functional equivalence.

9. 20 C.F.R. § 416.987--Disgability redeterminations
for individuals who attain age 18.

This regulation should incorporate language from 20
C.F.R. §§ 416.924d(j) and 416.924e{d), concerning how SSA will
evaluate young adults who generally have no work experience, under
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the adult disability standard. That language, deleted by SSA as a
result of the welfare act, provides an excellent discussion of how
persons age 18 and older satisfy the adult standard, and thus
provides vital guidance to deciding young adult cases. This is
extremely important if the transition from child to adult is a
smooth one in terms of SSI eligibility.

10. 20 C.F.R. § 416.990--When and how often we will
conduct a continuing disability review

In subsection (11), which concerns continuing disability
reviews for children found disabled due to low birthweight, the
regulation should cross-reference 20 C.F.R. § 416.9%24a{(b) and
provide that the corrected chronological age is used as the trigger
date for a continuing disability review. This means that a child
born weeks prematurely who is found disabled due to low birthweight
need not have his or her disability status reviewed until his or -
her corrected chronological age of one is reached--which will be
reached when the child’s chronological age is 14 months in this
case.

CC. Implementation Issues to Address and Remedy

We have numercus concerns about implementation of these
welfare act changes. Below, is a partial list of questions we have
concerning this implementation.

Infterim Rule Changes

Will SSA apply changes in the interim rules to cases already
decided to prevent inequities and discrimination, and in light of
the fact that no benefits can be terminated before July 1, 19972
Failure to apply changes to reviewed cases would subject the agency
to litigation from children prejudiced by unequal treatment,
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Appeal Procedures

Will SSA issue instructions to field office staff that require good
cause for late filing of appeals be granted liberally for parents
and caregivers who are filing appeals for children receiving
termination notices?’®

Outreach To Other Agencies

Will SSA do outreach to other federal agencies (e.g. HHS, DOE),
state agencies, and local governmental agencies to advise them of
the changes in the children’s SSI program?

Will SSA work with the Health Care Financing Administration and
state Medicaid agencies to capture Medicaid encounter data to be
used in development of medical records for children whose
disability status is under review?

Casefile Development

Will SSA require that old casefiles be obtained and made part of
the case record for all cases reviewed in the redetermination
crocess, the continuing disability review process, and the 18 year
old review process? This will be key to affording due process to
those reviewed.

BRDD Procedures

Will SSA provide adequate funding to state disability determination

‘agencies to ensure tha:t all needed consultative examinations, and

especially pediatric assessment tests, can be obtained?

Will SSA ensure that state BDD agencies have sufficient numbers of
pediatricians and child psychologists to review casefiles to meet
statutory and regulatory mandates? (See 42 U.s.C.
§1382c(a) (3) (H).) This is particularly important because state BDD
doctors will be

*Wwe hope that SSA uses good cause policies at least as libveral as thus used
with persons terminated from disability as a result of the DAA changes contained
in the Contract with America Advancement Act of 1996.
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required to learn a new evaluation system (i.e. functional
equivalence has been "clarified")} and, in addition to having more
children’s casefiles to review, will probably need to take
additional time reviewing those casefiles and completing the new
form (Form SSA-538}. ' '

Will SSA ensure that state BDD agencies collect all relevant
records in children’s cases before they make new disability
determinations, and postpone completion of cases during summer
months beginning in May when schools begin to shut down?®®

Quality Review

What steps will SSA take to review the quality and accuracy of
childhood disability determinations applying the new standard? We
believe that SSA should carefully track statistical data concerning
application of the new childhood disability standard, as well as
ensure that its Office of Disability staff are involved in a
continuous review policy so that policymakers are reviewing actual
decisions and casefile records to assess how such decisions are

actually being made. (See Exhibit to Thomas Yates’ SSI Coalition
comments ‘for an attached a list of relevant statistics that SSA
should track on a monthly basis. What plans does SSA have for

making those statistics available to the public.

Secondly, what are SSA's plans when more than 50% of children
redetermined are being terminated from SSI? Will the White House
and .public be immediately informed that prior "Assessment"
estimates were dramatically understated? Will SSA revisit the
regulations or take other steps to warm the "adjudicative climate?"

'°This is particularly important because many state BDD agencies will be
making these decisions during the summer of 1997. In making these decisions,
review of school records is essential. However, many school districts maintain
skeleton staff levels during the summer months when schools are closed. BDD'S
will have extreme difficulty obtaining school records for children attending
public schools during the summer of 1997. And, records will be, in many cases,
critically important in assessing childhood disability.
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 * % * *

Thank you for this opportunity to provide comments.
Should you have any questions or want additional informatien,
please feel free to contact us. Our direct dial telephone numbers
are (215) 981-3742 and 981-3773.

ONATHAN M. STEIN

General Counsel A
e o ”
e : T /i;///
/ﬂi?éi;iaf/,f‘ //<Af§2£
RICHARD P. WEISHAUPT

Project Head _
Health & Human Services Unit

jmp

cc: President Bill Clinton
Franklin Raines, OMR Director
Exrskine Bowles, Chief of Staff
Senator Arlen Specter
Senator Rick Santorum
Representative Tom Foglietta
Representative Chaka Fattah
Representative Jon Fox



EUNCTIONAL EQUIVALENCE COMPARISON

Standard Prior.to 8-22-96

Standard Set Forth in Interim Final
Regulations

SPECIFIC FUNCTIONS

impairments that cause 8 marked limitation in
one of twa basic age-appropriate functions are

25215.010D.2.8.

functionally equivalent 10 the listings. POMS §

LIMITATIONS OF SPECIFIC FUNCTIONS

A child’s impairmentls) is functionally
equivalent in severity to a listed impairment
because of extreme limitation of one specific
tunction, or of limitations in more than ong
gpecific function (8.8, fimitetions in walking
and talking).

LIMITING FUNCTIONAL CONSEQUENCES

impairments are disabling if they have
-consequences not necessarily related to a
single, specific age-appropriate function, but
naving such & marked impact on functioning
that they preciude the full range of age-
appropriatle sclivities. There are two 1ypas of
tirmit:ng functional consequences:

s imparments that are *egpisodic, or gccur
wieh specified frequency despite treatment,
depending on the listing® where “{tihe chitd
| may be able to function well betwean
opisodes.” POMS § DI 25215.0100.2.b.

» impairments that “require treatmesnt that is
taelf debilitating of contributing to tunctionsal
limizations” including. but not limited, t0
conditions requiring extended and invasive
wreatments, and side effects of medication.
pOMS § DI 25215.010D.2.b.

£PISODIC IMPAIRMENTS

if a child has a chronic impairment(s) that is
characterized by frequent ilinesses ar stracks,
ot by exacerbations and remissions, SSA will
compare the child’s functional limitations 10
those in any listing for a chronic impairment
with similar episodic criteria,

LIMITATIONS RELATED TO YREATMENT OR
MEDICATION EFFECTS

Some impairments require treatrment over a
long time li.e., at least 3 year} and the
wreatment itself (e.g., multipie surgeries or the
side effacts of medication} causes marked and
gevere limitations. :

AHIBIT

2




BROAD FUNCTIONAL LIMITATIONS

Using the paragraph *8" criteria of the
childhood mental impairments listings (or, if
applicable, the paragraph “B" or “C" criteria of
the adult mental listings}, 8 child is considerad
disabled if: '

for a child aged 1 up to 3, she or he has one
“axtreme” impairment (functioning at no more
than one-half the child’s chronological age} or
two "marked impairments (functioning betwean
one-halt and two-thirds of the child’s
chronotogical agel; or

for a child age 3 up to 18 years, she or he has
*swo” marked impairments. *

The paragraph "B" criteria were:

for children from birth to age 1: )
cognitive/communication development; b}

d} responsiveness to stimuli.

for cnitdren aged 1 to age 3: ]
a1 gross or fine motor deveiopment; b
cogritive/communicative function; ¢ social
function; and

tor children age 3 to age 18: a)
cognitive/communicative function; b} social
functioning; ¢) personal/behawvioral functioning;
and dl cancentration, persistence, Of pace.

moior development; ¢) socisl development; and-

BROAD AREAS OF DEVELOPMENT OR
FUNCTIONING

A child's impairment is tunctionally equivalent
it the effects of the impairments in broad areas
of development or functioning, is equivalent 10
functioning in Listing 112.12 (birth to age 1),
or Listing 112.02 {age 1 to age 18}.

A child is considaered disabled if she or he has
an extreme fimitation in one area of
development ar functioning, or marked
limitations in two areas of development or
functioning.

The areas of development or functioning to be
considered are:

for children from birth to age 1: 8)
cognitive/communication development; b)
motor development; ¢} social development; and
d) responsiveness to stimuli;

for children aged 1 to age 3:

a) gross or fine motor development: b)
cognitive/communicative function; c social
function; and

for children age 3 10 age 18: a)
cognitivefcommunicative function; bl social
tunctioning; ¢l personal/behaviorel functioning;
and d) concentralion, persistence, or pace.

* A child aged 3 up to age 18 with ons extreme limitation would undoubtably
satisfied the first type of functional limitation--specific function—_and been found

disabled.

EXRIBIT B




@Gie Joseph °P. Kennedy,Jr. Foundation
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WASHINGTON, D.C. 200054709

(202) 3931250 SUBJEGY FILE
March 14, 1997 7 I

The Honorable Susan M. Daniels, Ph.D.

Associate Comissioner, Social Security Administration
Office of Disability

6401 Security Boulevard

Baltimore, MD 21235

Re: Comments on 20 CFR Parts 404 and 416 Supplementé! Security
Income: Determining Disability for a Child Under Age 18; Interim Final
Rules with Request for Comments:

Dear Dr. Daniels:

| enjoyed speaking with you last week. Our discussion was of
great assistance in understanding the issues confronting the Social
Security Administration. As promised, | am enclosing the analysis we
discussed relative to children with mental retardation.

It is my understanding that the Social Security Administration has
accepted functional limitations two or more standard deviations below
the mean as indicating marked and severe functional limitations. Three
standard deviations are considered extreme disability,

In order to be fair to both children and the government, it must be
recognized that, in every test, there is a range of precision(s) expressed
‘as Standard Error of Measurement, SEM. Two SEM's in each
standardized test will provide 35% confidence limits. The use of such
limits, seems to us essential, in order to avoid challenges on every score
in the two standard deviations range.

As an example, a preschool child (age 3-6) has marked and severe

functional limitgtions in cognition if his/her performance scores are two
or more standard deviations below the Mean. For example, using the

YR ITRTT C
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WISC3 in a six year old, a score of 70 meets this requirement.
However, this is not an exact measurement, so it is necessary to
include two SEM's to obtainthe 95% confidence limits. A Full Scale
Score of less than 76, a Performance Score less than 79, and a Verbal
Score less than 78 all meet this requirement. | have enclosed the WISC
3 cutpoints as an example. All standardized instruments have manuals
with similar tables.

The same strategy applies to motor and communicative scores,
hut in these measures, one uses standard scores, not Q. Standard
scores less than 70 + /- 2 SEM are likewise reflective of marked and
severe motor and communicative functional limitations.

Four other areas need comment: personal function, social function,
deficiencies of concentration, and persistence or pace resulting in
frequent failure to complete tasks in a timely manner. The best
measures of personal functioning in preschool children pertains to self-
care adaptive instruments. The four best measures, in the opinion of
our experts, are the Vineland Adaptive Behavior Scale, the WeeFIM, the
PEDI, and the AAMR scales.

Objective measures of social functioning include the various
Connors Parent Teacher Rating Scales, the Child Behavior Checklists,
and the Clinical Autism Rating Scale. In general, these social
functioning/behavioral rating scales consist of T scores with a Mean of
50 and a standard deviation of 10. Thus, scores of greater than 70 +/-
two SEM's reflect marked and severe functional social-behavioral
limitations in externalize or internalized behaviors at home or at school.

Areas of concentration, persistence or pace can include reasonable
comparisons to’peers for certain activities. For example, taking
inordinate amounts of time for basic activities can be quantitated...any
child who takes more than ten minutes to drink four ounces safely has
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a severe feeding problem.

Another concern is the confusion that may result from the use of
traditional terminology in mental retardation. When we refer to "mild”
mental retardation we mean an 1.Q. of 70 which is two standard
deviations beiow the mean- + /- two SEM's. The Draft SSI regulations
call two standard deviations below the mean in other domains "marked
and severe". Likewise, when we refer to moderate mental retardation,
we mean an 1.Q. three standard deviations below the mean. This would
also cause confusion, as the Draft SS! regulations call three standard
deviations in other domains,"extreme”. These differences in how we
label things is bound to cause confusion. The American Association on
Mental Retardation definition, as you know, now carries with it an
elaborate description of the needs for support, in four different
dimensions.

Unless specifically warned and trained to deal with these
differences, a child who is mildly retarded will not be labeled with a
marked and severe impairment, a child who is moderately retarded will
not be labeled as having an extreme impairment.

~ We appreciate your willingness to examine these issues, and look
forward to another discussion as to how we can provide additional
information or clarification. As promised, we will provide specific
information on the need to provide separate cognition and
communication domains in lieu of the combined domain in the proposed
regulations. We will have other comments, as well, on the regulations
in the next two weeks.

Please advise, and thank you.

——

Sincerely,

ﬁ(u\“f g%\f‘\v&

Eunice Kennedy Shriver .
% P oa Lt Y R S W PN S PIN e ute Pufp
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Wie JosephP. Kennedy,Jr.“Foundation

1325 G STREET. N.W., SUITE 500
March 20, 1997 WASHINGTON, D.C. 20005-4709

(202) 3931250

The Honorable Susan M. Daniels, Ph.D.

Associate Comissioner, Social Security Administration
Office of Disability

6401 Security Boulevard

Baltimore, MD 21235

Re: Comments on 20 CFR Parts 404 and 416 Supplemental Security
Income: Determining Disability for a Child Under Age 18; Interim Final
Rules with Reguest for Comments

Dear Dr. Daniels:

As promised, ! am providing the analysis of the cognition/speech
domains we discussed relative to children with mental retardation.

The experts we consulted in mental retardation and
communication argue that it is ill advised to combine the categories of
intellectual Disabilities and Cognitive Disabilities into a single domain,
for three reasons: 1) Scientific, 2} the importance of the communication
domain and 3) the clinical implications of combined effects.

1) Scientific Considerations. Dissociation between cognition and
communication are seen in many children with specific language
impairments who exhibit significant deficits in language.abilities, but
who perform within the normal range with respect to intellectual
functioning. Children with Landau-Kleffner Syndrome, for example (an
acquired language deficit associated with seizure disorders) maintain,
normal cognitive ability despite losing communicative skills. In the case
of Williams Syndrome,. affected children have mental retardation but can
display age-appropriate skills in some areas of language. Many children
with Down syndrome have communication impairments that far exceed
their level of intéllectual impairment. Finally, there are many '
neurological impairments and brain injuries that differentially affect
cognition and communication. In sum, the two categories are simply
independent from each other in many areas of disease and disability;

— e -— ™
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2} Communication warrants a separate domain. Communication is the
foundation for acquiring skills in many other domains and, therefore,
warrants a separate domain. Individuals who lack basic communication
skills find it difficult to form friendships, be integrated into educational
settings, acquire vocationaf skills, live independently and meet daily life
requirements. No other facet of human behavior has such a direct
impact on daily life and efforts by persons with disabilities to be
productive and independent members of society. It is a category that
should stand alone in both diagnostics and assessments;

3) Clinical Implications of Combined Effects. A combination of Mental
Retardation (i.e. 1.Q. 2 S.D. below the mean +/- 2 SEM's) and a

moderate to severe functional limitation in communication (2 §.D.'s

below the mean +/- 2 S.E.M.'s) is extremely disabling since there is ;
minimal ability to compensate for functional limitations by the use of
assistive technology that would be helpful in the presence of cognition.

Finally, we know from long experience and research that the
- extent, nature, costs of caring and providing supports for individuals not
served early in their lives increases significantly in their adult and aging
years.

. Please advise, and thank you.

Sincerely, « w . h- WY %vud vty Les

L1
v htd < . TR
Eunice Kennedy Shriver

c’ %401/’- (/‘/’ 7'&_.- fu?aur.—.,,_‘.i-_ t s
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Apiil 8, 1997

John }. Callahan, Acting Commissioner
Social Security Administration

900 Altmeyer Building, 6401 Security Blvd.
P.O. Box 1585

Baltimore, MD 21235-0001

Re: Protecting‘Disabled- Children from Improper Loss of Benefits--
Comments on Interim Final Rules for Determining SSI Childhood
Disability, 62 Fed. Reg. 6408 (Feb. 11, 1997} -

Dear Mr. Cailahan:

The undersigned believe that the SSA has taken an inconsistent position in
its proposed regulation as determined by a word by word analysis of both the
proposed regulations and the exustmg (1992) manual on evaluation.

Specifically:

1) It is our understanding that the Social Security Administration has
accepted functional limitations two or more standard deviations below the mean
as indicating marked and severe functiona! limitations. Three standard deviations
are considered extreme limitations. '

In order to be fair to both children and the government, it must be
recognized that, in every test, there is a range of precision expressed’as Standard
Error of Measurement, SEM. Two SEM's in each standardized test will provide
959% confidence limits. The use of such limits, seems to us essent:al in order to
avold challenges on every score in the two standard deviations range, and to be
fair to all parties conc¢erned. The concept of measurement ervor is recognized in
other listings, such as measurement of physiological functions and is accepted
universally by medical and psychological experts.
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As an example, a preschool child (age 3-6) has marked and severe
functional limitations in cognition if his/her performance scores are two or more
standard deviations below the mean. For example, using the WISC3 in a six year
old, a score of 70 meets this requirement. However, this is not an exact
measurement, so it is necessary to include two SEM's to obtain the 95%
confidence limits. A Full Scale Score of less than 76, a Performance Score less
than 79, and a Verbal Score less than 78 all meet this requirement.

The same strategy applies to motor and communicative scores, but in these
measures, one uses standard scores, not [Q. Standard scores less than 70 +/-
2 SEM are likewise reflective of marked and severe motor and communicative
functional limitations. SEM's can be provided in tabular form for most accepted
psychological tests. :

Four other areas need comment: personal function, social function,
deficiencies of concentration, and persistence or pace resulting in frequent failure
to complete tasks in a timely manner. The best measures of personal functioning
in preschool children pertain to self-care adaptive instruments. The four best
measures are the Vineland Adaptive Behavior Scale, the WeeFIM, the PEDI, and
the AAMR scales.

Objective measures of social functioning include the various Connors Parent
Teacher Rating Scales, the Child Behavior Checklists, and the Clinical Autism
Rating Scale. In general, these social functioning/behavioral rating scales consist
of T scores with a Mean of 50 and a standard deviation of 10. Thus, scores of
greater than 70 +/- two SEM's reflect marked and severe functional social-
behavioral limitations in externalized or internalized behaviors at home or at
school.
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Areas of concentration, persistence or pace can include reasonable
comparisons to peers for certaln activities. For example, taking inordinate
amounts of time for basic activities can be quantitated.

2) Another concern is the confusion that may result from the use of
traditiona! terminology in mental retardation. When we refer to "mild" mental
retardation we mean an 1.Q. of 70 which is two standard deviations below the
mean +/- two SEM's. The Draft SSI regulations call two standard deviations
below the mean in other domains “marked and severe”. Likewise, when we
refer to moderate mental retardation, we mean an 1.Q. three standard deviations
below the mean. This would also cause confusion, as the Draft SSI regulations call
three standard deviations In other domains,"extreme". These differences in how
we label things is bound to cause confusion.

Unless specifically warned and trained to deal with these differences, a child
who is mildly retarded will not be labeled with a marked and severe impairment,
a child who is moderately retarded will not be labeled as having an extreme
impairment. '

3) Experts in mental retardation and communication argue that it is ill
advised to combine the categories of Intellectual Disabilities and Cognitive
Disabilities into a single domain, for three reasons: 1) Scientific, 2) the
importance of the communication domain and 3) the clinical implications of
combined effects.

A) Scientific Considerations. Dissociation between cognition and
communication are seen in many children with specific language impairments
who exhibit significant deficits in language abilities, but who perform within the
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normal range with respect to intellectual functioning.. Children with Landau-
Kleffner Syndrome, for example (an acquired language deficit associated with
seizure disorders) maintain normal cognitive ability despite losing communicative
skills. In the case of Williams Syndrome, affected children have mental
retardation- but can display age-appropriate skills in some areas of language.
Many children with Down syndrome have communication impairments that far
exceed their level of intellectual impairment. Finally, there are many neurological
impairments and brain - injurles that differentially affect cognition and
communication. In sum, the two categories are simply independent from each
other in many areas of disease and disability; -

B) Communication warrants a separate domain. Communication is the
foundation for acquiring skills in many other domains and, therefore, warrants a
separate domain, Individuals who lack basic communication skills find it difficult
to form friendships, be integrated into educational settings, acquire vocational
skills, live independently and meet daily life requirements. No other facet of
human behavior has such a direct impact on daily life and efforts by persons with
disabilities to be productive and independent members of society. Itis a category
that should stand alone in both diagnosis and assessment;

C) Clinical Implications of Combined Effects. A combination of Mental
Retardation {i.e. 1.Q. 2 S.D. below the mean +/- 2 SEM's) and a moderate and
" severe functional fimitation in communication (2 S.D.'s below the mean +/- 2
S.E.M.'s) is extremely disabling since there is minimal ability to compensate for
functiona! limitations by the use of assistive technology or other modalities that
would be helpful in the presence of normal cognition;

4) The limitation of assessment for ages 1 to 3, to three domains as presently
described, with the requirement that impairments.in 2 domains are needed for
eligibility is tantamount to requiring "pervasive" limitation in functioning - a
standard in excess of that required by Congress;

5) Of great concern is the leve! of expertise to be employed for adjudication
and for consultative exams. "Children are not just small adults". Expertise is
available in every state through the Network of University Affiliated Programs
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(UAP'S). These UAP's should be used for training by DDS's at the state and
local level and for consultative and clinical expertise. State licensure regulations
for physicians and psychologists do not differentiate between those with expertise
with young children and those with expertise in older children and adults.
Standards must be more specific than merely appropriate state ficensure, in order
to assure that assessors have the training and competencies necessary to make
what are often fine distinctions in functioning;

6) Finally, any expert dealing with children will recbgnize that overall
functioning is not the sum of the parts. A child's functioning must be viewed
wholisitcally. How the whole child functions in relation to his/her peers is
critical, '

Sincerely,

Pasquale Accardo, M.D., Director of Pediatrics, Westchester Institute of
Human Development, Professor, New York Medical College

Robert E. Cooke, M.D., Chairman, Scientific Advisory Comittee, The
Joseph P. Kennedy, Jr. Foundation, Professor Emeritus of Pediatrics, State
University of New York Buffalo

Gary Goldstein, M.D., President, Kennedy Kreiger Institute, Professor,
Pediatrics and Neurology, Johns Hopkins University School of Medicine

Michael Hardman, Ph.D., Professor of Special Education and Associate
Dean, University of Utah, School of Education, Salt Lake City, Utah

R. Rodney Howell, M.D. |
Professor and Chairman, Department of Pediatrics
University of Miami School of Medicine
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Guy McKhann, M.D., Director, Krieger Institute on the Brain, and
Professor Emeritus of Neurology, Johns Hopkins University School of
Medicine

Michael Msall, M.D., Director, Child Development Center and Professor
of Pediatrics, Brown University Medical School

Mary Tierney, M.D., Medical Director
Health Services for Children with Special Needs, Inc.
Washington, D. C. :

C Chief Counsel Arthur Fried
Associate Comissioner Susan Daniels
Janet Bendann, Office of Disability



Msortium.for
Litizens with ;
Disabilifies

April 10, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
PO Box 1585

Baltimore, MD 21235

(Copy by FAX: 410/966-2830)

"Re:  Determining Disability for a Child Under Age 18; Interim Final Rules With Request
for Comments (Federal Register, February 11, 1997)

Dear Ac;,ting Commi#sioner Callahan:

The undersigned member organizations of the Consortium for Citizens with Disabilities
Task Force on Social Security submit these comments on the Interim Final Rule regarding the
childhood disability criteria for the Supplemental Security Income program.

The Consortium for Citizens with Disabilities (CCD) is a working coalition comprised of”
approximately 100 national consumer, advocacy, provider and professional organizations which
advocate on behalf of people of all ages with physical and mental disabilities and their families. -
Since 1973, the CCD has advocated for federal legislation and regulations to assure that 49
million Americans with disabilities are fully integrated into the mainstream of our nation's life.
The CCD Social Security Task Force monitors changes in both SSI and Social Security disability
programs in Title II of the Social Security Act. ] '

* The February 11 regulations for childhood disability determinations in the Supplemental
Security Income (SSI) program are a major disappointment for several reasons, First, the
eligibility standard set by the Social Security Administration (SSA) to implement the law is far
more severe than was required by the Personal Responsibility and Work Opportunity
Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statutory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA’s
interim final standard. In addition, even within the eligibility standard chosen by SSA, there are
a number of serious flaws which will harm children with severe disabilities.
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The following comments of the CCD Task Force on Social Security (hereinafter “CCD")
are addressed in three major sections: the standard itself; substantive issues within the standard;
and implementation issues.

I NEW CHILDHOOD DISABILITY STANDARD: Listings Level Standard is Too
Severe and Unnecessary .

The CCD and other advocates worked very hard with Members of Congress to ensure, if
the Personal Responsibility and Work Opportunity Reconciliation Act were signed into law, that
the definition of disability for children in the SSI program would be fair. In fact, the new
statutory language requires that a child have impairments resulting in marked and severe
functional limitations” -- the first time that the Social Security statute recognizes the importance
of functional assessments for children.

We believed, and the Senators who crafted the new definition believed, that the language
gave SSA room to develop a new approach to functional assessment and to tighten the eligibility
criteria without a wholesale overhaul of the disability standard for children. Several Senators
" noted this intent in a colloquy (Senators Dole (R-KS), Chafee (R-RI), and Conrad (D-ND)) and
in letters to President Clinton prior to the publication of these new regulations (Senators Chafee,
Conrad, Daschle (D-SD), Cohen (R-ME); Moseley-Braun (D-IL}), and Harkin (D-IA) and a letter
from Sen. Wellstone (D-MN) to Secretary Shalala).

We believe that these Senators’ interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a “one marked/one moderate” standard) are very critical to the
children who will be adversely affected by the proposed rules. Because of their importance, we
attach as an appendix a copy of these letters and the Congressional Record (September 14, 1995;
page S 13613) with the colloquy.

It is clear that these Senators, through their own negotiations on the new definition,
believed that they were not establishing a “listings level” standard for the childhood disability
program. Since the critical statutory language was the result of intensive Senate negotiations
which rejected the House “listings™ approach, the interpretations of these Senators should be
given great weight by SSA. This is especially important since there is clearly flexibility within
the statutory definition for agency interpretation and there are other possible interpretations of
the conference report language upon which SSA so heavily relies.

SSA’s new contorted description of the meaning of “marked” and “severe” versus
“marked and severe” (Sec. 416.902) provides excellent evidence that the interpretation
supposedly required by the conference report language is in itself a stretch:

Marked and sevé;'e Junctional limitations, when used as a phrase, means the standard of
disability in the Social Security Act for children claiming SSI benefits based on disability
and is a level of severity that meets or medically or functionally equals the severity of a

v
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listing in the Listing of Impairments in appendix 1 of subpart P of part 404 (the Listing).
.. The words “marked” and “severe” are also separate terms used throughout this subpart
1o describe measures of functional limitations; the term “marked” is also used in the
listings. ... The meaning of the words “marked” and “severe” when used as part of
the term Marked and severe functional limitations is not the same as the meaning of
the separate terms “marked” and “severe” used elsewhere in 20 CFR 404 and 416. ...
(italics in original)

The last sentence of that definition (highlighted in bold above) illustrates the contortion and
inherent failure of SSA’s logic in its interpretation of Congressional intent. o

Despite strong legislative history to the contrary, SSA has adopted a very high standard
of disability for children which will deny benefits to almost a quarter of a million children with
severe disabilities and their families over the next 6 years -- at least 135,000 children will lose

“current benefits after their redeterminations. This impact is wholly unnecessary and punitive to
the children and their families. Many of us believe that these estimates are low, considering the
high level of severity of disability that children will now have to prove to remain eligible.

RECOMMENDATION:

SSA should re-examine its position on the new standard’s required level of severity
for disability. SSA should present a more accurate account of the complete legislative
history and leave the door open for future agency regulation and adjustment as needed to
meet changing knowledge and understanding of the nature of childhood disability. The
agency should publish new regulations which more accurately reflect the legislative
language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning ~ a “one
. marked / one moderate” standard. '

SSA also should commit to a thorough and complete review of the effect of these
regulations on children with severe disabilities, consulting with experts in children’s
physical, social, emotional, and mental development. The results should be made available
publicly and allow observers to track how the rules affect children with different
impairments and levels of severity in each of the age groups.

I SUBSTANTIVE ISSUES WITHIN THE STANDARD

. Given the standard chosen by SSA (essentially a “two marked”, listings-level standard),
there are several substantive issues that must be addressed. Without the changes we recommend,
we believe that the standard is inherently unfair to children with certain disabilities and children
of certain ages. Although there may be some historical logic to the distinctions, current scientific
and childhood development knowledge reveal that these distinctions will have an arbitrary effect
on different children.
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assessment requirements on the functional criteria of the childhood

We understand from training materials that SSA attempted to base.the functional

mental impairment

regulations. However, the bulk of the work to develop those functional criteria was done in the
mid-1980s. When the expert pane] was convened to help develop the Individualized Functional
Assessment in 1990, SSA was counseled to adjust its functional assessment process

incorporating newer advances in science, child development, and disability research. As
discussed below, these advances should not be abandoned in favor of strict adherence to the

somewhat outdated mental impairment criteria approach (see discussion of
cognition/communication and the personal area for one- to three- year olds).

1. Cognition and Communication Should Be Assessed Separately

We understand that the new standard will require a child to

have a disability that actually

meets the specifics of one of the “medical listings” of impairments; medically equals one of the
listings; or functionally equals the limitations of one of the listings. To assess “functional
equals”, SSA establishes several broad areas of functioning for evaluating children’s limitations
by age group. They are: cognition/communication (all ages); motor (all ages); social (all ages);
responsiveness to stimuli (birth to age 1 only); personal (ages 3 to 18 only); and concentration,
persistence, and pace (ages 3 to 18 only). To be eligible for 851, 2 child must show marked
limitations in two areas of functioning (or extreme limitation in one area).

Combining cognition and communication into one area of functioning is inappropriate
and will harm many children who have very severe disabilities. Because cognition (ability to

learn, understand, solve problems, and use acquired knowledge) an

d communication (ability to

communicate, including hearing and speech) are considered together as one area, children who
actually have marked limitations in these two areas will be credited with marked limitations in

only one area. For example, a child with marked limitations in cognitive functioning (mental
retardation) and marked limitations in communication (due to speech impairments) would be
considered to have a marked limitation in only one area -- the combined
cognition/communication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communication involve different parts of
the brain, that impairments may affect each area in different ways, and that there are different
manifestations of the impairments within the two different areas of cognition and
communication. In addition, communication is so critical in the development of other skills and
in the adaptation to other impairments that it must be considered separately. A child with an IQ
of 70 who also has marked limitations in communication may have significantly different
functional limitations than a similar child who does not have communication limitations.

" RECOMMENDATION:

To be scientifically accurate and fair to children with severe impairments, SSA
should separate cognition and communication into two areas of functioning when assessing,

childhood disability. (Section 416.9262)
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One- to Three- Year Olds Should Be Assessed in the Persona}l Area and
Concentration , Persistence, and Pace

SSA has listed only three broad areas of childhood functioning which will be assessed for
children aged one to three (older infants and toddlers): cognitive/communicative development;
motor development; and social development. Children must show marked impairment in two
areas of functioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skills and concentration, persistence, and pace.

‘For age 3 to 18 year olds, SSA describes the personal area as: “the ability or inability to
help yourself and to cooperate with others in taking care of your personal needs, health, and
safety (e.g., feeding, dressing, toileting, bathing; maintaining personal hygiene, proper nutrition,
sleep, health habits; adhering to medication or therapy regimens; following safety precautions).”
Certainly the assessment of a child’s early efforts to acquire feeding, dressing, and toileting skills
is an important indication of possible marked functional limitations.

SSA also defines “concentration, persistence, and pace” for 3 to 18 year olds as: “the
ability or inability to attend to, and sustain, concentration on, an activity or task, such as playing,
reading, or practicing a sport, and the ability to perform the activity or complete the task at a
reasonable pace.” While assessment of this area might focus on different skills for younger

children, it is still an important area to consider.

For one to three year olds, these two areas of childhood development must be addressed
to have a comprehensive and accurate assessment of functioning. While we understand that SSA
is not establishing a “scoring” system, it is important to note that finding marked limitations in
two areas out of three is qualitatively different than finding marked limitations in two areas out
of four or five areas. Two out of three is certainly a description of “pervasive” functional
limitations which is not required by law. “Pervasive” was removed from the statutory definition
by the Senate in 1995 and it should not become a de facto part of the standard through regulation.

RECOMMENDATION:

SSA must 2dd the personal area of functioning and add concentration, persistence,
and pace as areas to assess for children aged one to three. Failure to do so will result in
incomplete and inaccurate assessments resulting in harsh denials of assistance for some
children with very severe impairments. This result is especially troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible. (Section 416.9262) :

3. . Measurement of IQ Must Include Room for Measure_ment Erroxj

The American Association on Mental Retardation describes the measurement and use of
1Q scores in Mental Retdrdation: Definition, Classification, and Systems of Supports (Sth
Edition, 1992), the definitive authority on diagnosis and measurement of mental retardation.
AAMR cautions against strict adherence to IQ scores and urges consideration of the concept of
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%tandard error of measurement, which is estimated to be about three to five IQ points (+3 to 5).
#" An individual whose IQ score measures 70 should actually be considered to have an IQ in the
range of at least 66 to 74 or 62 to 78 (depending on the probability of accuracy sought).
Therefore it is critical that SSA not allow its disability examiners to use 1Q scores to eliminate
children from eligibility, rather they should look at the total child and his/her functional
limitations. Children whose 1Q scores are 75 or below should be considered as possibly having
an impairment “two standard deviations below the norm” (SSA’s definition of “marked” in areas-
where standard testing is available). For children with such an 1Q score and the presence of a
marked limitation in another area of childhood functioning, this could deny access to critical SSI
cash support and medical and other supports through Medicaid. Strict adherence to numerical
scores is inappropriate and could have a harsh impact on children who have severe functional
limitations.

RECOMMENDATION:

SSA should add to the functional equivalence regulations a description of the .
variance allowed (+ 3 to 5) in appropriate use of IQ test scores and SSA must ensure that
disability examiners and adjudicators understand that strict adherence to the numerical
score to deny eligibility is inappropriate. When in the range of 70 to 75, the IQ scores alone .
should not be used as a shortcut to deny children without further exploration of the child’s
functional limitations. To do otherwise is to use IQ scores for the wrong purpose.

4, Need for Better Functional Assessment for Children with Physical Limitations

Relianice on the functional factors of the “B” criteria of the childhood mental impairment
regulations is not sufficient to assess children with significant physical impairments. Addition of
the “motor” area of functioning does not close the entire gap. SSA needs to include another area
of function which addresses non-motor aspects of physical impairment. Based upon
recommendations of the National Academy of Social Insurance (Restructuring the SSI Disability
Program for Children and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new area should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and eliminating;
strength, stamina, and endurance; ability to resist disease and function in the physical world.

RECOMMENDATION

SSA should include an additional area of functioning fo address the non-motor
aspects of physical impairment including at least: breathing; eating, digesting, and
eliminating; strength, stamina, and endurance; ability to resist disease and function in the
physical world. (Section 416.926a)

x



“Other factors” Need Better Link to Functional Assessment .*

The existing childhood disability rules acknowledge the importance of “other factors”
such as the effects of medication or treatment, adaptations, highly structured settings, and the
child’s ability to attend school. The proposed regulations do not change the significance of
evaluating these factors when reviewing childhood claims. However, no guidance is given
decisionmakers about how to incorporate consideration of these critical “other factors” into the
new sequential evaluation or as part of the expanded functional equivalence determination
process. We believe this is a very serious omission that should be corrected to ensure that
consideration of “other factors” is not ignored in future adjudications.

RECOMMENDATION

SSA should incorporate guidance on how to consider “other factors” in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Operations Manual System (POMS). SSA should also change the proposed Evaluation
Form (SSA-538) to reference “other factors” so that adjudicators consider this evidence,
especially as needed for all four possible methods of establishing functional equivalence.
By asking disability adjudicators to indicate how they use evidence of these other factors,
SSA could help ensure that this vital information is not ignored during the adjudicative
process. (Section 416.924c¢)

6. Need To Utilize Available, Appropriate Tests to Measure Function When Evidence
is Incomplete

For some children, available evidence in the file may not be complete or thorough enough
to indicate actual functional limitations. State DDS examiners are required to seek appropriate
consultative examinations for a complete assessment of the child’s limitations. The National
Academy of Social Insurance urged increased use of the standardized tests which exist to
measure the impact of mental impairments. Eunice Kennedy Shriver of the Joseph P. Kennedy,
Jr. Foundation provided a description of some of these tests in her comments to Associate
Commissioner Susan Daniels dated March 14, 1997. We have not been able to learn whether
SSA regularly provides DDS examiners with guidance on the type of up-to-date tests to request
and purchase to best assess functional limitations for different age groups.

RECOMMENDATION

SSA should amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
examiners regarding which tests are currently available and considered reliable to assess
function for different age groups.

e



Need to Evaluate “All Relevant Evidence”, Not Just All “Medical” Evidence

Section 416.926 defines medical equivalence for children. It is flawed in that it indicates
that SSA will “compare the symptoms, signs and laboratory findings about your impairment(s),
as shown in the medical evidence we have about your claim,...” While “medical evidence” is
jater defined to include “all relevant evidence in your case file”, the controlling sentence stiil
indicates that only “symptoms, signs and laboratory findings” will be examined. These
references should be changed to clarify that all relevant evidence will be considered at every
stage of the evaluation process. Since some of the medical listings include functional critera, it
is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

RECOMMENDATION

SSA should clarify Section 416.926 to refer to all relevant evidence rather than just
“symptoms, signs and laboratory findings” and all relevant medical evidence.

0. IMPLEMENTATION ISSUES
There are several issues regarding implementation of the new regulations which we
believe SSA must address. Brief descriptions of these issues are as follows:

8. SSA published these rules as interim final regulations, effectively immediately.

However, the agency requested public comments and presumably might make some changes

. before publishing final regulations. If changes are made, fairness demands that SSA set aside
or “flag” the potentially affected cases and hold apy denial decisions. Children should not be
denied on the basis of regulations with a short life-span which SSA intends to amend,

Otherwise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined are just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agencies to postpone
completion of cases during the summer if school records are not available.

10.  The Evaluation Form (SSA-538) used in assessing children under these regulations
should be made public and available to families and advocates through all field offices and
through publication in the Fi ederal Register and on SSA’s internet home page.

The undersigned organizations urge the Social Security Administration to publish new
regulations incorporating the changes suggested above.

L
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4 Thank you for the opportunity to submit comments on these regulations. If you have any
Fquestions on the above, please contact Marty Ford (The Arc, 202/785-3388) or Rhoda
Schulzinger (Bazelon Center for Mental Health Law, 202/467-5730).

Sincerely, . % &
arty Fo Rhoda Schulzinger
The Arc of the United States Bazelon Center for Mental Health Law
ony Young Paul Seifert
United Cerebral Palsy Internationial Association of Psychosocial
Associations, Inc. Rehabilitation Services

Co-Chairs, CCD Task Force on Social Security

ON BEHALF OF:
American Academy of Child & Adolescent Psychiatry
American Association of University Affiliated Programs
American Association on Mental Retardation _
American Network of Community Options and Resource.
American Psychological Association
American Rehabilitation Association
Association of Maternal and Child Health Programs
Autism Society of America
Bazelon Center for Mental Health Law
~ Brain Injury Association

‘Council for Exceptional Children
Division for Early Childhood of the Council for Exceptional Children
Epilepsy Foundation of America
International Association of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr, Foundation
Learning Disability Association of America
National Alliance for the Mentally Ill
National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy Systems
National Association of School Psychologists
National Council for Community Behavioral Healthcare
National Easter Seal Society ,
National Mental Health Association
National Parent Network on Disabilities
Paralyzed Veterans of American
Spina Bifida Association of America
The Arc of the United States
United Cerebral Palsy Associations, Inc.

iy



/o0 JoDger be protected by . 1 _ - ceBSt T
fimunity for reporting. On];' M cbhvnﬁf—\?rcsidcnt.‘l bive &
# reports will be protected. ;. series of clarifications concerning th;
- we have clarifled the definj.. ¢bildren's SSI pro - that 1 woul
, ,(dlcaﬂi;zt:uu d;;r_ neglect to pro-- 1lke to discuss with
s additio o and fissistance » 88 © - v L s . .o pnorecla-
fistates o8 they.tndeavor to protect " But first, let me eXpress myi:&p::scér
hildren from dbyse and neglect. . .- . ..Hon %0 Senator-DoLS for hr‘:: mics o
£~ 1t me briefy ‘mention the other io helping 72 mj; o coemp:gt {s not
i programs .. authorized 1n . the - 1995° this-{ssue. The 55 '?-E:mh.lbve when
/¥ . CAPTA smendments: the new .Comnmu- everything I had FORD 1 introduced the
¥ . nity-Based Famlly, Resourte and Sup- Senstor CHATES and. Reform Act.
" .. port, Grabts. represent the- result’ ‘or, Shlidrens SO B mprovement over
. Doikis a el pearaliors o gonsolls| DAL 18 epely 12 MIREPTIRER Y
_+- ... .dats the Community Based Preventlon ?hfnafdudﬂiion. 1 be‘u_évi_','mg,s'.gnemgg:

+ " Grant,. Respits Care Program, and> jiigdes’a number of extremely impor: .

gosl; £nd help us oblaln a realisiic ple-
ture of how an !mpairment affects each ~
‘child's abllities. < :

. No doubt about it, the children‘s SSI - .
the majority jead- ‘prog'mm ‘i extremely important for

some children with disabllities. But as
the Senator from North Dakota made -
mention, there have been widespread =
‘allegations’ that’some ‘children on SSI
are not truly disabled, or money is .
spent {n ways- that do-pot benefit the
child. T hope this study—in addition to
‘the changes we have made in the law—
will help restore confidence in this pro-
. " " . Y T

gram..; oY ST
- Again; 1t §5 my expectation-that this
program will continue to serve children

- Family. Resource' Programs; the FAM- ozt provisions to both address critl- “with severs’ disabilitles, and that in-

- *.-s"{ly ‘Violence -Prevention. and Services iy that have been’ levéled agalnst

‘cludes properly, evaluating children too .

.+ .. Ack.*which™ provides -assistince 't9." the Children's SSI program and protect . young' .to test, childres ‘with multiple’
s ¥ 7y States primarily for shelters; the AdOP- gpijargn with-severe, disabllitics” 1 am ~impalfments, ind children with rare or

., > Yon Opportunities ‘Act which Supports extremely pleased we “were Jable ‘Lo’

.+ aggTessive efforts t6 strengthen thé Ci-. soaopyp bipartisan’ compromisé on this
~T". pasity: .of; Statés .o find; permanent yiiye ‘and thank' Senator DOLE, Sen-’

“ thé Abandoned Infants Assistance Act : CEAPEE, Senator SIMPSON, Senator
¥ which 'provides forthe needs of chil- 53;.:@3:- “and-iothers: whé wers” 80
- ,:-‘_-_:.:-,' d.m_n.'.v_v‘ho L ATe lmﬂo'ned:' “m;ﬁny + deeply {nvolved: *J -~ . PR S
.+ *.thése with ATDS; the ‘Children's Jusi. . Mr; President, I would Mkes to clarify
. tlcs Act; the Missing Children’s Assist- ror the REBCORD the intent surrounding
"+ ance Act-and saction 214,0f the Vietlms gueara) of the-provisions ip'the amend-

“of Chifd Abuse Act.* g =2 o T.e.”, ¢ ment. - First,:the- amendment deletes

L T
.

n-‘
.

+#,.fthe members for thelr attention. Thess ton. of - child. dlsability ,that .was in-s
». ‘are important progriins and they Wil cludedrin:the welfare reform. bill ro-

1 WY,

drgs the ‘adoption,of ;the 1995 CAPTA. tee. This s an mportant change,.and
amendmenta.. jmbloys s Fii sl ope that I fully sipport. Would thé mar
% r 11 <) jority leader clarify his nnderstanding

epmaieeT
‘_:._I..-..._.
Py JCAL RN )

iie, Joemet
o

Y

A _ .+ Mr. DOLE.] want to_ thank the Sens
'..-gﬁﬁgizz.fﬁﬁéﬂffﬁ ator from North Dakota for his lesder:

- - rgton oty ey > ship and hard ‘work on this {ssne. Chil-
. . fying an-4ss0e regarding thé applicabli- . . PPERrD .
v Yoy -of -thé" tarm  “aisistinte - *. . * ffor drop  with ~disabilities *ar0 certa{nly

vttt t e g 0%, . imong those:most .at risk in'cur soct-*
EAL ":':ﬁl?u;ﬁiﬁ ::u":l!’ mn‘n gol:ﬁ};s;md —°m?.n. nﬁdl-g: .oty, and we want to make’sure we are

- ‘derstand this _l'eziil'&t_-lon.'el:il_‘lﬁm}:f.fo:, ‘dolng the right thing by them:“He and
R ming portod or, TemAlTy Bard 0 brink e S,
"', " will~be"forbidden’ for - period of f1ve " ."u "ror thé Genators quest on."i'-:nfalo .

"‘homes for children with special needs! .45 "5,NTOROM, Senator DASCALE, Sen-*,

“

B ‘% heedn-based- public- assistanca will d..Sem.tor-‘.Cmm “have . worked:. ex- .

unlisted impalrments ‘which peverthe-
less reswlt™in therked dnd severe func--*
Lional limitations. ' et 7
Soclal’ Security Administration’ and
ihe"Congress; will' rely heavily on the -

or: GONRAD. Ta 1t éxpected that the .

-

1

expert advice of the National Academy " -

of Sclence when engaging in future reg-
ulatory activity sod deliberations re-
garding impalrments of childfen in the

&SI prégram? 7

" Mr# Pregident; I would ke to thank  the word-''pervaslye® from the definl-:. Mr. DOLE,.Yes, ‘But:l elso hope we

heir from many’ others ‘a3 well with-

good. information: to, offer, ‘including . -

: affect many children and families., I ported in May by the Finance Commit-* other experts, parénts; and advocates.

*: Mr.-CHAFEE: If T might also 25k the

‘majority leader a question, The Jeader- . .

_ship smendment and the Finange Com- ™

Ry n iy il S L R ] Nt - TR e .. : ‘oth b .
TR WE, president,, with. pe- -OfEhe IBtent Ol e e e the Be mittes propoéal er both siichs 8000k

"the purpose of children's SSI, However,
gnliks the Houss proposal, both retain:
tha cash benefit patnré of the program. .

This is & concept that Senator CONRAD . -

and I thought was extrérmely important
when weé introdnded the ‘Childhoed SSI
"EUgibiliey. “Reform;, Act, -and” 1 am
plenssd ‘thaf thie ‘insjority ieader’s pro-

‘program by retdining the cash nature
-of-the program.’Tt is important for the’

PR o ‘for :nfost " non-citizens, ~At this< 3 it Ty Ty a0 tHe Senstor, from North - SSI-program.t6-refiect -the impact &

: * timeYthére' seemy fo be iy erTODOD
*ee 5 publinCperception that all student fl1. wpcrvasive? inclided in the garlier def-
* - panclal,ald qui wﬂLbesnbjact. to’ ¢ A 0., JREINAE 1 w8 e el
%75 these: provisions.-This, 15 ‘Dot the ?. {niticn {mplied nom.a,:derm_e. of iropalr.

0002 “'ny, ¥ota was Goncerned  that ‘the t % ~diaabflity ‘has on familfes faced with a

variety: of - clircumstances, SSI -often
provides. importagt’asslstance.to farnd-,

Ca88.° poant in almost ‘all, Areas of & chlld' .les.by replacing. a portion.of- the in-

N In the, intercsta‘of responaible legialat- nyotigning or body systems, That was ‘come.that 18 Jost-When .& parent must-
7. ings1 think-16. (3 importalt WElArY "y tneintent bt,.:he,eiruex’-‘:p:bpm'od'. “care for, s dizabled child: The fléxible

S, # that-unsubsidized student loans fire not, | 25 et el Lo AT
N needs-based” and ahould -muﬂon'hoc_-\m:?ﬁi;::q&ilgf Wznd‘
' -‘";l ]%osnbj E&' Eche}}qP.lregmnu Of_igg:l_q_"mo ‘chiidren with severs dsabilities..
e TIPS epl 2y wegturs. L8, alaten s o Bometimes children will have multiple :
"y 1pte SeMr. SIMPSON. Mr. President, 5&0<. jmpeirments; sopietimes-they-will not.’
i3, dror MACK™ 48 *correct.-Althongh the . Mr CONRAD. I also understand tbat

nature of SSI is indispensable for many
parents. who- are: rendersd * unable’ o
#érk bacauss they-must stay. at-hormie
to provide care and supervision'to their
.children with disabilities. Does the ma- ,
jority leader share our agssssment? -

-+, rtermMasslstance * 2 fof which eligf® - the ‘amendment is dexigned ‘to” facils: «+ Mr, DOLE.: No- doubt. about it for

“ER. 4 would apply.to; most forms,of ~for childrea’dy ‘the  National:Academy
."i$ student finAncial ald, the unsubsidized .of Bclence, t0 ensure that . frogram

_-’r it student,Joan program is indeod & finan-. ehanges, incloding determination- of,

Fbility 15 based on heed” in title ¥ of tate expertanalysis of the SSI program * some familiss with a severely disabled

child, SSE.can:be ailifesaver. It allows
them.to' care for-thelr child at-homeo—
who might' otherwiss be institutional-

*s " £ 5 cial-aiduprogram which' i8 not-based dieabflity, sre bassd:ion the.best pos- -ized at rhuch greater cost to the gov-

-\ 1, tpon ‘rieed. Therefors, this ‘PATtICRIAT . gible BCIBRGET: <« o tveus st s bt a1
- program would:not be: subject- to-the .. | Er...no_!..E.-Yu.".I;tlilnkjyié ‘éan 211"
: deeming period” or "5-year ‘ban:"estad-- agres that the childPen's SSI_nesds &’

2 re DOLE. .Mr,_ President; I-would ; the National Academy of Sclences of
*"like=to -offer ‘my. supporteof- the com- the': disabllity--etermination ' proce-’
-~ mients ‘made" by~ Ssaators MACK' and’ dnres “ased by the Socisl Security Ad-

".SIMPSON on thisissne, 757 /b LET «* . ministration will help accomplish this*

. R N, e . Lo S Lo

LAY oo . . - .t . ' - .o

emment—ar obtain urvlg-.-a‘t.hey could |
hot “otherwise’ afford. If'a small pay-

.ment cin help a disabled child stay

x %ﬂ;@,ﬂuﬂ'tofm‘!hm},; b T 70 tine 'dp. The' provision for & study py “with hib famnily, o grow into & produc-

£174 AAulE, 1t 45 Better for the child and
‘better for soclety. SSI benefits provide ..
the greatest’ fexibility, and the least

amount-of bureancratic rédtape.=y =, .
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The Honorable Bill Clinton
President of the United States
The White House '
Washington, DC 20500

Dear Mr. President:

Your administration has a key role to play.in the implementation of the
children’s Supplemental Security Income (SSI) provisions that were included in the
welfare reform bill enacted last month. While we are all interested in ensuring that
only children who are truly disabled receive SSI benefits, we-are equally concerned
that those children who are, in fact, severely disabled remain eligible for the
program. The Social Security Administration (SSA) has the difficult responsibility
of striking a balance between these two goals. -

The statutory language was intended to give SSA substantial discretion in
drawing the eligibility line for this program. Clearly, the new law cannot be read to
allow SSA to continue the current level of severity which drew so much critidsm.
At the same time, the new definition was never intended to “gut” the program and,
in fact, affirms the importance of functional assessment as part of an effective
evaluation of childhood disability. -

The debate over this issue was heated at times, but, ultimately, we reached a
compromise on the definition of childhood disability in September, 1995. That
definition became part of the overall Congressional compromise on SSI, and was
induded in the first two versions of welfare reform approved by Congress and then
finally in the bill enacted in August. The compromise is notable in two ways. First,
it preserves a broad functional approach, beyond the “Listings of Impairments,” in
measuring childhood disability. Second, it specifically does not establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability. '

The enclosed Senate colloquy between those of us involved in this
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key tp the final language of the definition regarding “physical
and mental impairment, which results in marked and severe functional
limitations” after dropping the requirement that the effect of the impairment also be

”pervasive”.
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It is certainly appropriate for SSA, as the regulatory agency, to adopt a
disability test that is stricter than the old Individualized Functional Assessment
(IFA), but which is not at the very strict level of the “Listings.” The proposal put
- forward by several disability advocates and organizations with considerable expertise

*  a one marked/one moderate level — is an acceptable and reasonable approach that
fulfills the statutory demand for a test that allows benefits only for marked and
severe functional limitations, but does not require that these limitations be

pervasive.

The Congressional Budget Office (CBO) has also acknowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law.
The enclosed Senate Finance Committee report shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upon the regulatory interpretation of the
new definition. - )

I know that you will do everything in your.power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in
the new welfare law. Thank you in advance for your attention to this matter.
Pleasa do not hesitate to contact me if I may be of any further assistance.

. Sincerely,
H. Chafee
. JHCbd
cc: Secretary Shalala < —

Commissipner Chater e
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I

President Bill Clinon

The White House - ' ‘ . .
1600 Pennsylvania Ave NW )
washington, DC 20500-0003 :

Dear Mr. Prcsi_dcn(.:

ng the Supplementai Security fneome (SSD) provisions of the new welfare
law. As you know, there are approximately 1 mitiicn childrea on SSI. For this reason. it is
imperative that the Social Security Admirdsteation (SSA) implemeant the new law with gréat
¢care and in a mannet which ensuces (hat disabled children are not harmed.-

1 am writing regardi

: I

The SSA has significant fadaude in inerprating e ew iaw which for the first time in the
history of the 25 yeat old progran freguires the implemensarion of a broad functional
limitations test to evaluate chiléren. retminmg the central tenaats of the earller Functional
Assessment test. Qver 275,000 of the ! million chiidren on SS1 will soon be subjected to
ncw revicws under this Jaw. 'The Congreasional Budget Office has told Congress that with
the discretion afforded the SSA under the new &Y, nolicies could cither cut close to 30
pereent of the foral 1 millian, or cut well helow I\ percent == depending on the SSA's
interpretation of the law. ' )

The Senate debate and the legislative hisiory of the final SSI reforms make it clear Congress
did not call for or intend for a radical averbaul of the program. In fact, in a colloquy with
Senator Chafee and me on September 5. 1995, Senmator Dole referred o the §SI prograun 83

siraply in need of a2 "mpe up.”

The intent of Congress ju mandating reformms was (o cemove from the SSI program children
who arc not truly disabled. 1 thus urge oRs to josumct the SSA 10 carefully develop policies
that do not'harm disabled children who rely on SSI, but only impact the much smaller group *
intended by Congress. Additiosally, [ encourage yo2 to pay careful consideration to the |
recommendations of pationally recognized CXpEEs of this program, such as the Community
Legal Services of Philadelphia, The ARC (formexly Association of Retanded Citizens), and the
Judge David L. Bazelon Center for Menra) Health Law, in developing 3 comprehensive
funcdlonal test 3t & severity level that irmpacts the fewest sumber of disabled children. -

On a rclated macer, Congress did not explicitly make the pew law retroactive 10 claims

pending on the date of enactment. Consequentiy. 1 urge that you clarify that the new law is

prospeedve.  Thal is, families who {:rc'pcr:y.rccuiv:zd benelis under existing rules prior O

pﬁgc of the new law should nat naw Se asked (¢ repay hese bencfits as a result of this -
ge- : S '

Jae LI LEN TEEEYT &5 PAMRK ®



' parents with the following: (1} adequats

Page 2

vequest that you justruct the SSA 1o provide
iformutiou and appropriate assistance regarding the
madical and functional evidence of disability requirsd to receive benefics: and (2) appropriate
assistance in finding legal representation to appest thelr cases. e is also importaat that the
SSA continue benefits in cases of appeal until the Adminisirative Law Judge hearing and
decision arc final — an essential protection piven the tives and health of children are ac stake

and the risk of error is great in mass reviews uider a complex, new law.

Alsa, for families at risk of lecminwtion,

| appreciate your anention to these matters and lpok forward to hearing from you.

Sinyerety, y

KENT CONRAD
. Unitzd Staiss Senae
XC:wmah

ce: Carol Rasco, Dircelor
Domestic Policy Council
Shirley Chater. Commissioner
Social Security Administration

e

L2
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October 4. 1996
The President e ‘.
The White House . .

_Wgshington. D.C. 20500

Dear Mr. President:

You have &n opportuniry 1o implement the recently cnacted welfare reform legislation in 2 mannet
thar treats low-incom= disabled children fairly. In crafting & new definition of disability for
children under the Supplemental Security Income (SST) progras, Congress provided the exccutive

“branch with great \atirude to Interpret the statute. Knowing of your long-standing commitment to

thes children, 1 Ynow you will use that 1atitude wisely. -

My staff and I were deeply involved in crafting with Senator Dole, Senatot Chefec and Senator
Conrad the compromise language that uitimarely became the basis for the new law. Wemade s
consciots and sustained effort to ensurc that the Social Security Administration Was granted
considerable discretion to implement regularions that would tighten the program without dropping
truly-disabled children from the rolls. This understanding 18 confirmed by the views of the
Congressional Budget Office (CBO) at the ume: CBO told Congress that the new policies could cut
petween 101028 percent of the children from the progradh depending upon SSA's regulatory
interpretadon. : - o :

A greas deal of effort went into forging & bipartisen compromise over reforming this prograt.

the end, we reaffirmed that & fonerdonal assessment of & child's abilides was critical in evaluating
childhood disability. The legisiative history makes clear thst, 10 accommplish this, SSA should
establish a.ﬁmc_tioml assessment bc:yonq the "Listings of Impalmmnts.‘ The new definition 9t’

disability, requiring that qualifyiog impeirments be “roarked and severe funcrionsl lirmitatons,
explicitly does not _csmblish the listings level of severity, or any equivalent micasure, as the basis

"for determining childhood disability. For SSA to interpeet the staqute otherwise would be a tragic

mt;lisltgc with potcatially devastatiog consequences for housands of this nation’s most yulnerable
children. - .

Certainly, the oew gtatute requires SSA-tO ehmm-aic the old Individuslized Functional Assessment.

It does not, however, compel SSA to adopt the very strct Jevel of the listings. A bener approach,

L3 -

which we snvisioned when crafting the comproimisé 1anguegss would require one and one
moderate disability in order to gt::hfy This aPpmar:h is supported by several rcs&ect:d p
organizadons rapresenting children with diszbilitics with whom We consulted in the process of

developing the new definition. Suchad efproach fﬁcts the stanutory requircmant that the test
seveIt cu

datermine eligibility only for "marked an onal limitations” without requiring the

4
'
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" Page Two .

I trust that you will do everything you can to strike o balance that ensures only those children who

are severely disabled receive SST benefits, without denying those who

you for your consideration of this legislative history in interpreting the

_ of America's most vulnerable children, .

With best wishes, Tam

N\,
.

-The Honorable Shirley Chater e

are truly deserving. Thank
new law in the best interest
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September 25, 1536
The Honorable Bill Clinton %
President _ .
The White House p

1600 Pannsylvania Avenue, NW
Washington, D.C. 20500

Dear Mr. President:

I am writing regarding the Supplemental Security Income (SSI)
provielons of the new welfars law. As you know, the Boclal 8ecuxity
Administration has a key role in the implementation of the c¢hildren’s 8SI
provisions, While I fully support efforts to ensure that only children wt
are -truly disabled receive 8S8I benefits, I hope that there will be adequat
safequards to ensure that those ohildren who are, in fact, geverely
dimzbled, will not be unduly harmed by the new rules.

. The Congressional Budget Offlce has told Congress that the new welfar
law could result in anywhere Zrom a ten percent to a twenty-eight percent
reduction in 891 ocasseloada. This demonstratea the .considerable dimcretior
that the 88A will have in implementing the broad functionel limitations
test used to evaluate children.

In developing policiar ta implement. the new 8SI provisioens, I
encourage you to carefully consider the recommendations of several
* nationally recognized expertg of this program, including the 8sI Coalitier
located in Chicago., Tha proposal put forth by the OPT Coalition is eimil:
to that put forward by sevaeral other disability advocates--that is, a "ont
marked/one moderate® functional digability test.’ This standard is an
acceptable and reasonable approach whioh fulfills the statutory.demand to:
a test that allows benefits only for marked and savera functlonel
limitationa, but does not raquire these limitations to be pervasive.

~ Mr. President, I know that you, too, are keenly interested in
implemanting the welfare bill in a way that will adequately protect K

children with severe disabilities. I appreciats your thoughtful
conzideration of this matter and look forward to hearing fzom you.

.Yimnerely, -

.,@M.C/) &MM/‘O/ C;rdm\ )

Carol Moseley-Braun
United Btates Senator

CMB:arg

cgj_ghir}ey Chater
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October B, 1994

The Honorable Bill Clinton
‘Preaident of the United States
The Whitc House
Washington, DC 20500

Dear Mr. President:

The recently enacted welfare reform: legislation inchuded changes 10 the eligibility
standard for low-income children who recelve Supplemental Security Income (SSI). The
legislation ellminated the Individual Functional Assessment, an elipibility standard formulated
for children ag a result of the Supreme Court docision Jn Sullivan v, Zebley. The Social
Security Administration (SSA) is now in the process of canying oul a directive to draR a new
definition that will permit a child to receive henefits if” he or she has a “medically

determinable physical or mental impairment, which resulls in marked and severe functional
limitations.”

As Chairman of the Senate Special Committee on Aging, | have worked to ensure that
the SSI program is ol yulncrable to false claims for disability bencfits from disabled adults,
fmmigrants, and children. 1lowever, [ am concerned that as SSA carries out its mandate 1o
revise the disability criteria, children with severe disahilities may be denied cligibility
unfaitly. ‘ '

Congress intended that tho new eligibility guidelines should he more strict than the
Individual Functional Assessment; however, Congress recognized that the revised standard

should continue the use of criteria which 1ake into account functional limitations. In addition,

there was no explicit directive that the new standard equal the level of severity generally
found in the Listing of Medical impairments,

Evidence of congiessional intent can be found in a colloquy hetween Senator John
Chafee and Scnator Bob Dole (Cong. Rec. §13613). My colleagued noted that a definition
requining a “marked, scvere, and pervasive impainnent™ was rejecied by the conferces. When
this language was proposcd, the Congressional Rudget Office (CR()) caleulued that the
number of children who would be affected could be anywhere from 10 1o 28 percent of the

children currcnily on the program. Upon funthicr consideration, the rerm “pervasive™ was
dmnncr‘l ﬁ‘om 'h!' Aaltniticm evarrem thhn oveeey 1" . - + - - e - .o .

v



The Honorable Bifl Clinton
October 8, 1996
Page 2

all arcas of & child's functioning or body systems. With the deletion of the term “porvasive,”
it 18 clear that Congress is not demanding a drastic change in the level of severily required to
demonstrate eligibllity for henefits. In choosing a moro lenient definition, it is also elear that
the number of children who ultimately lose benefiis will be lower than the range cited by
CBO, .

The SSI program provides critical health services and financinl support for familics
with disabled children. While the program has experienced problemy, | believe that SSA has
initlated steps to implement safeguards which ptect against potenfial abuses, { know that
you will do whatever you can to cucourage a standard Ihat will promote confidence in the
program and will direct help to those who need it most. ‘

With best wishes, 1 am

Sincercly,

Wilm S. Cohen

¢c.  Carol Rasco, Director
Domestic Policy Counasel
Shirley Chater, Commissioner
Soclal Sccurity Administration
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December 9, 1996

 ThePresidem - | S
- ."The White House . ' ' : . ' '
Washington, D.C. 20500

© \ Dear Mr. President

" The recently enacted welfare reform legislation requires, among other things, that the
Social Secirity Administration reformulats the Supplemental Security Incame (SSI) standard
uscd for dstermining whether children with disabilities are eligible. Knowing of my interest in
disshility policy, I urge you to ensure that the new stapdard reflect congressional intent, &s
" . evidenced by recent correspondence to you from Senators Daschle, Chafee, and Conrad, who
were key players in reaching the bipartisan conscasus language that was included in the final
legislation. '

A colloguy between Scnators Dolc, Chafee, and Conrad reflects key understandings that
should guide the decision making process: -

" _children with disabilities are among those mast at risk in out sociery;

. -.the children’s SSI program is extremely importanl and for some families with a severely
digabled child SSI can be a lifesaver;

' -the SSI program allows ;';arcms to care for their child at home or obtain services they
could not otherwise afford; - - ' : .

: -"c!:c SSI pro;o,ra,m for childmn needs a@w, not an overhaul; and '

e want to make surc that we are doing the right thing by children with disebilities.

.Agnin,lmgc you to give ,S:riou:s consideration tothecom_mcmsmadcbytixc key
Smatdnwhnwm;mvglvedinthebipmﬁsanagrccmcmandadoptapoﬁcythatdo&theﬁght
.thingforchﬂdﬁ:nwitﬁdisubﬂiﬁc:agdthcirﬁmilipg.. ' e ST

L. United States Senator
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.Novembgi 12, 1996 ’

_ Ms. Donna E. Shalala. - .. r%h i
_Secretary ' . . .¥ A X
Department of.Health and Human Services
200 Independence Avenue, S.W.° ’
" - Washington, D.C. 20201

Deé? Segrétary'éhalala:-

- I am writing to express my concern for children with
disabilities and their families who may be hurt when the new
eligibility standards for children in the Supplemental Security
‘fncome Program (SSI) are issued by the Department of Health and
Human Services. One of the reasons I voted against the Welfare
Reform bill was the change in the SSI progxam for children. I

- pelieved that too many children could unnecessarily be hurt by
the elimination of the Individual Functional Assessment (IFA).

. parents, advocates, social workers, and teachers have all
contacted my office, . worried -that 3,200 children in Minnesota
could lose thelr SSI benefits. - These families need SSI to cover
the additional costs of raising a child with a disability. There
are no other programs that pay for adaptive clothing, special
diets, increased laundexing, travel to specialists, certain .
equipment, specially trained baby sitters, etc. "Families already
experiencing stress from day to day caxe may crumble under the
weight of the full financial burden. In Minnesota, children who
lose their SSI may also lose their Medicaid and thus their

- families would no longer receive in-home family supporte and
other medical care. L. U ) :

! The loss of the IFA, the'category for maladaptive behavior,

and the new requirement that a child’s condition to be *marked
and severe® could mean that some children with the following
conditions could lose their SSI benefits: autism, cerebral
palsy, mental retardation, attention deficit disorder/attention
deficit hyperactivity disoxrder, emotional behavioral disoxders,
arthritis, pulmonary'tuberculosia, burns, schizophrenia, and a
combination of mild disabilities. Many of these ‘conditions,
singly and combined, have a great impact on children’s lives.
children with auntism may be able to dress-and feed themselves,
but must be watched cvery moment they are awake so as not to
cause harm to themselves. Children with mild mental retardation
may be able to keep up with their peers, but .1f epilepsy and
cerebral palsy are also present they would require a great deal
more care. : : :

- -

R ) i . . y
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{ aqaicion, & woula nope tnat 1n 1ssuing its new

ilitvy standards,-the1Departmcnt'of Health and Human

Lces would recognize chat the medical and education
Zemunities are currently reluctant to place labels on young
/children. However, undexr strict new-eligibifity standaxds, ic
4 would not be surprising Lo gee children with functional

#. limitations being given sevele labels and peychiatric diagnoses
in order allow them to obtain needed services.

1 urge the Department to set its eligibility standards in
“guch a way that would allow children vwho are truly dependent on
gsI to continue.to receive benefits. It is ironic that the IFA
was targeted in the Welfare Reform bill since functional
assessments are much more xeliable than medical listings. and
there are great functional variations among people who carry the
pame medical listing. Additionally. diagnostic proceasses used to
determine a medical listing use functional assessments.

My greatest concern'is’tﬁht we not reduce our commitment to
keep children, particularlyAchildren with disabilities, in their
family homes. In the 1970‘s, -Congress made an assumption that
the best place for 2 child to be raised is with his or her
 family. A number of commitments wexe made to provide financial
assistance to families ond an education to children with |
disabilities so that they could be raised at home. This has
worked incredibly well. In 1965, 91,000 children lived in state
institutions but novw only 3,000 children remain in them. In
1977, 90,000 children lived in residential facilities, but now
only 40,000 1ive in these facilities. In short, the number of
children receiving €SI benefits have i{ncreased, but the number of

children in out-of-home placements has decreased.

Again, I hope that you will take great care in establishing
these standards. I £irmly believe that we must not reduce our
commitment to children. Thanks for. your attention to the issues
I have raised. I 1look ﬁo;w;rd to hearing from you.

Sincerely, ‘

,OCZMWW .

paul David Wellstone ’ .
Unitcd States SenatoXl

PDW:sa '

e atue mom rre e *
. - . i
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We Joseph °P. Kennedy,9r.“Foundatio

1325 G STREET, N.W., SUITE 500 E
WASHINGTON, D.C. 200054709
{202} 393-1250

April 11, 1997

John J. Callahan, Acting Commissioner
Social Security Administration

900 Altmeyer Building

6401 Security Blvd., P.O. Box 1585
Baltimore, MD 21235-0001

Re: Comments on Interim Final Rules for Determining SSI
Childhood Disability, 62 Fed. Reg. 6408 (Feb. 11, 1997)

Dear Commissioner Callahan:

| have previously communicated my concerns about the unfairness
of the proposed rules to Associate Commissioner Daniels. | believe that
the proposed rules will be unfair to children with mental retardation and
their families, and are more stringent in regards to these children than the
existing rules are for adults. Several portions of the regulations, outlined
herein, appear to disfavor children with mental retardation.

It is my understanding that the Social Security Administration has
accepted functional limitations two or more standard deviations below the
mean as indicating marked and severe functional limitations. Three
standard deviations are considered extreme disability. '

In order to be fair to both children and the government, it must be
recognized that, in every test, there is a range of precision(s) expressed as
Standard Error of Measurement, SEM. Two SEM's in each standardized
test will provide 95% confidence limits. The use of such limits, seems to
us essential, in order to avoid chalienges on every score in the two
standard deviations range. Using your proposed regulations, many children
will be denied benefits, unfairly, due to the nature of the test instrument,
and the tester used, not due to the nature of their disability!
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Comments to Commissioner Callahan
April 11, 1997

As an example, a preschool child (age 3-6) has marked and severe
functiona! limitations in cognition if his/her performance scores are two or
more standard deviations below the Mean. For example, using the WISC3
in a six year old, a score of 70 meets this requirement. However, this is
not an exact measurement, so it is necessary to include two SEM's to
obtain the 95% confidence limits. A Full Scale Score of less than 76, a
Performance Score less than 79, and a Verbal Score less than 78 all meet
this requirement.

The same strategy applies to motor and communicative scores, but
in these measures, one uses standard scores, not 1.Q. Standard scores
less than 70 +/- 2 SEM are likewise reflective of marked and severe motor
and communicative functional limitations.

Four other areas need comment: personal function, social function,
deficiencies of concentration, and persistence or pace resulting in frequent .
failure to complete tasks in a timely manner. The best measures of
personal functioning in preschool children pertains to self-care adaptive
instruments. The four best measures, in the opinion of our experts, are the
Vineland Adaptive Behavior Scale, the WeeFIM, the PEDI, and the AAMR
scales. _ ,

Objective measures of social functioning include the various Connors
Parent Teacher Rating Scales, the Child Behavior Checklists, and the
Clinical Autism Rating Scale. In general, these social
functioning/behavioral rating scales consist of T scores with a Mean of 50
and a standard deviation of 10. Thus, scores of greater than 70 +/- two
SEM's reflect marked and severe functional social-behavioral limitations in
externalize or intermalized behaviors at home or at school.



Emments to Commissioner Callahan
April 11, 1997

Areas of concentration, persistence or pace can include reasonable
comparisons to peers for certain activities. For example, taking inordinate
amounts of time for basic activities can be quantitated...any child who
takes more than ten minutes to drink four ounces safely has a severe
feeding problem.

Another concern is the confusion that may result from the use of
traditional terminology in mental retardation. When we refer to "mild"
mental retardation we mean an 1.Q. of 70 which is two standard deviations
below the mean +/- two SEM's. The Draft S5l regulations call two
standard deviations below the mean in other domains "marked and
severe”. Likewise, when we refer to moderate mental retardation, we
mean an |.Q. three standard deviations below the mean. This would also
cause confusion, as the Draft SSI regulations call three standard deviations
in other domains,"extreme”. These differences in how we label things is
bound to cause confusion. The American Association on Mental
Retardation definition, as you know, now carries with it an elaborate
description of the needs for support, in four different dimensions.

_ Therefore, unless examiners in State Disability Determination
Services are specifically warned of this problem, and trained to deal with
these differences, a child who is mildly retarded will not be labeled with a
marked and severe impairment, a child who is moderately retarded will not
be labeled as having an extreme impairment.

The experts we consulted in mental retardation and communication
argue that it is ill advised to combine, as they are in the proposed
regulations, the categories of Intellectual Disabilities and Cognitive
Disabilities into a single domain, for three reasons: 1) Scientific, 2) the
importance of the communication domain and 3) the clinical implications
of combined effects. The regulations for adults do not combine these
domains, and to do so for children is unfair.



/Comments to Commissioner Callahan
April 11, 1997

1) Scientific Considerations. Dissociation between cognition and
communication are seen in many children with specific language
impairments who exhibit significant deficits in language abilities, but who
perform within the normal range with respect to intellectual functioning.
Children with Landau-Kleffner Syndrome, for example ({(an acquired
language deficit associated with seizure disorders) maintain normal
cognitive ability despite losing communicative skills. In the case of
Williams Syndrome, affected children have mental retardation but can
display age-appropriate skills in some areas of language. Many children
with Down syndrome have communication impairments that far exceed
their level of intellectual impairment. Finally, there are many neurological
impairments and brain injuries that differentially affect cognition and
communication. In sum, the two categories are simply independent from
each other in many areas of disease and disability and must be made
separate in the final regulations to be fair to children;

2) Communication warrants a separate domain. Communication is
the foundation for acquiring skills in many other domains and, therefore,
warrants a separate domain. Individuals who lack basic communication
skills find it difficult to form friendships, be integrated into educational
settings, acquire vocational skills, live independently and meet daily life
requirements. No other facet of human behavior has such a direct impact
on daily life and efforts by persons with disabilities to be productive and
independent members of society. Itis a category that should stand alone
in both diagnostics and assessments; |

3) Clinical Implications of Combined Effects. A combination of
Mental Retardation (i.e. 1.Q. 2 S.D. below the mean +/- 2 SEM's) and a
moderate to severe functional limitation in communication (2 S.D.'s below
the mean +/- 2 S.E.M.'s) is extremely disabling since there is minimal
ability to compensate for functional limitations by the use of assistive
technology that would be helpful in the presence of cognition. Again, this
speaks strongly to the need to separate the domains.
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Comments to Comissioner Callahan
April 11, 1997

Finally, we know from long experience and research that the extent,
nature, costs of caring and providing supports for individuals not properly
served early in their lives increases significantly in their adult and aging
years. This evidence argues for intervening early with children and
families, and for interpreting the regulations more broadly, as allowed by
law, than the proposed regulations. '

Sincerely, & thed 1%~ %uutj

7 S & w o/ M& vy
éice Ken ed\?éﬁriver 7




WAnired Stares Senate

WASHKINGTCN, DC 20510

April 14, 1997

The Honorable William J. Clhinton
The White House

1600 Pennsvivania Ave., NW
Washington, DC 20$00-0003

Dear Mr. President:

We are writing to express our concerns about the Social Security Administration’s (SSA) interim
final rules on implementing the childhood disability provisions of the new welfare reform law
(sections 211 and 212 of P.L. 104-193). .

The Supplemental Security Income (SS1) efigibilit standard proposed by the SSAis far more
severe than is required by the Personal Responsibiiity and Work Opportunity Reconciliation Act
of 1096, [t is our view that. in developing 2 two marked level of disability that meets or equals
the Listings of Impairments. the Administration has misinterpreted the intent of Congress in
reforming the SSI program tor children with disabilities.

While the SSA slightly expanded the functional equals policy. it remains our view that this
expansion will not adequately protect children with severe disabilities and that. in tact, a large
percentage of the approximately 133,000 children who lose assistance basad on the SSA's

_definition of disability will be disabled children who are trulv in need of assistance.. [n fact.
nationally recognized experts on the $SI program contend that vour proposal will atfect a far
greater number than the 133.000 children you estimated.” ' '

The Senate Hoor colloquy between Senator Chatee. Senator Conrad. and then Senate Majority
Leader Dole on September i, 1995 - the heart of the debare on $ST reform -- makes it clear
Congress did not call for or intend for a radical overhaui of the program. In fact. during that
same colloquy. Senator Dole referred to the SSI program as simply in need of “tune up.” It
was based on the understanding of the need to “tune up.” not dramatically overhaul. the 31
program that many Senators supported the inclusion of the phrase “marked and severe tunctional
imitations” in the new law It was the intent of Congress to remove trom the SSI program
children who are not truly disabled. Just as importantty, it was the intent of C ongress that

* children with truly disabling conditions -~ including those with one marked and one moderate
condition -- retain SS! coverage. 1t is our tear that the levet of disabiiity the SSA is proposing to
adopt will place children with disabilities at risk.

The SSA is proposing to define the phrase “marked and severe” as meaning listings levels
- . X - - . . . .
severitv or any equivalent level of severity  Congress never intended and did not require this
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level of severity SSA thus ignores the law, floor debate. and the historv of the program. The
statutory language passed by both chambers of Congress and signed by the President is the best
reflection of Congressional intent. We encouraye you 1o instruct the S3A to regvaluate and re-
target the proposed rule and establish a comprehensive functional test at a severity leve! that 1s
stricter than the IFA test. but does not harm children with disabilities. [n addition. we encouraue
vou ro make a commitment (0 undertake a complete review of the etfect of these reyulations on
Children with disabilities in consultation with experts in the field ot child development.

Mr. President. we appreciate your commitment to reversing the Raws in the welfare law  You
have repeatedly proposed improving upon the provisions of the law which have lirtle to do with
the welfare reform goals of breaking the cycle of poverty by moving people from welfare 10
work. You retain the flexibility to ensure that children with disabilities are not unduly harmed
by welfare reform. Cutting off assistance to low-income tamilies who have children with
marked and severe disabilities may force parents to place their children in foster case or
institutions. We urae vou to take your responsibility seriously and implement the new law with
great care and in a manner thar protects our country’s most vulnerable citizens.

We appreciate vour attention to this matter and look forward 1o hearing from vou.

Sincerely.

IQ,.,V(G [
Seny onrad
Senator Edward Kennedy Senator Tom Harkin
< N4y
KM )il b

.Se:rﬁtoy John [)Vakeri!ler v Sermtor James de

lax Badxys Senator Patrick Leahy )

=]
| Al L

enator Christ pher Dodd ) / ?éh&tpf' Tom Daschle

o~

-



1424 CHESTNUT STREET
PHILADELPHIA, PA 18102
216-881-3700

FAX 215-881-0434

May 20, 1997

TO: KENNETH APFEL, OMB ASSOCIATE DIRECTOR

FROM: JONATHAN STEIN, GENERAL COUNSEL
. RICHARD WEISHAUPT, HHS PROJECT HEAD

DATﬁ: MAY 15, 1997

RE: SUMMARY RECOMMENDATIONS FOR CHANGES 1IN SSI CHILD
DISABILITY REGULATIONS PUBLISHED AS “INTERIM FINAL®
RULES, 62 FED. REG. 6408 (FEB. 11, 1997)

The new SSI rulea for determining disability eligibility
of children eschewed a middle course and opted for the extreme
test of tying eligibility to the Listings of Impairments. The
Listings were never designed to provide a final step and fair
evaluation of disability but rather were designed as a screening
device for obvious cases like an IQ under 59 or the requirement of
leg braces or a wheelchair for a child with cerebral palsy.

The new test is so extreme that the great majority of the
260,000 children being reviewed are likely to be terminated. It is
for this reason that a bipartisan group of ten Senators, including
the prime drafters of the final "marked and severe functional
limitations" language, urged the President to reconsider these
rules to strike a mean between the old IFA test and the Listings.
(§ee letter of April 14, 1997 of Sens. Conrad, Chafee, Kennedy,
Harkin, Rockefeller, Baucus, Jeffords, Leahy, Dodd and Daschle.)

The Administration should adept the following changes to
avoid a disaster paralleling the Reagan purge of the disabled of
the early 80’s:

1. Effect of Combined Impairments: Since 1984, SSA has
been required by statute to weigh the effect of combined
impairments to meet the ultimate disability test. Thus a failure
to thrive infant with many developmental delays in many areas of
functioning, each one of which is not at a "marked* level (i.e.
less than 3/4 of chronological age), is denied SSI under the new
rules because there is no way to consider less than marked
impairments. Also, an IQ over 70, e.g. 71 or 73, is similarly not
counted at all, prejudicing children with mental retardation.

o  Recommendatiop: Make explicit provision for
weighing combined effects of separate impairments so that even if
they are less than “marked® they can all together meet the *marked
and severe functional limitations" test.

2



.

2. Considering Multiple Tmpairments Impacting One
wpBroad Area"; The child with two very separate medical problems,
Tike severe asthma and mental depression, which impact the same
narea"' of functioning, e.q. concentration, persistence or pace. is
trreated unfairly as this registers just one *marked.* The actual

impact will be greater when two medical problems co-exist.

Recommendation; The rules must reccgnize that two
impairments leading to two different functional limitations in the
same functional "broad area" should be counted as separate marked
limitacions.

3, Inclusion ¢f Standard FError of Measurement for
Tests: When standardized tests are used, SSA defines "marked" as

more than two standard deviations from the norm. However, SSA
fails to apply the accepted scientific methodology o©f a plus or
minus two Standard Errxors of Measurement. {See comments of Mrs.

Shriver and experts at the Jos. P. Kennedy, Jr. Foundation.)
children with mental retardation scoring just above a 70 IQ, but
within the Standard Error of Measuraement are thus prejudiced.

Recommendation: SSA must revise the definition of
'marked* for standardized tests to include the universal concept of
5 SEM’s to embrace children, e.g. with IQ's in the low 70's who are
within the error range of the test.

4. Separating the Cognitive/Communication JAreas":
Despite having previously evaluated cognitive and communication
funetioning separately, SSA, without any congressional directive,
made them one "area'" so that a child with mental retardation (a
cognitive deficit) who also has a separate, major speech or
hearing problem (& communication deficit) is considered to have
only one "area" impacted. (Kennedy Foundation and other experts
state that this is not good science or clinical practice.)

_ Recommengg;ig : The rules should recognize that
communication and cognition are two major and separate spheres of
activity and should not be combined.

5. Expanding Areas of Functioning for Children Aged 1
to 3: The rules, again without congressional directive, have
confined the youngest children, aged 1 to 3, to just three areas,
eliminating the areas of personal development (e.g. problems in
toileting or incontinence) and concéntration, persistence or pace.
Where othexr children must show two vmarked" out of S areas, these
children must show 2 of 3. Effectively they are required to show

an almost total or ‘'pervasive" disability (the latter extreme
criterion, was rejected by the Senate.)

_ Recommgndatign: Restore the practice of evaluating
children aged 1 to 3 in these two additiocnal areas.



6. Fairly Evaluating Physically pisabled Children: The
broad areas SSA has used in its new approach are borrowed from the
mental disorder criteria, supplemented only with an assessment of
motor skills. Physically impaired children often cannot be fairly
assessed with largely mental disorder criteria, as the National
Academy of Social Insurance Report to the House Ways & Means
Ccommittee concluded last year.

Recommendation: The rules must include an additional
area of functioning to© capture non-motor "marked and severe
functional limitations" of physically disabled children. The area
as has been suggested by many should be: "Other non-motor functions
considered as a part of normal functioning such as breathing:
eating, digesting and eliminating; strength, stamina and endurance;
and ability to resist disease and function in the physical world."

7. Clarify and Expand »Other Factors" to Insure
Realistic¢ Evaluations: SSA continues an "other factors*® policy to

supplement the evaluation by taking into account, for example, how
highly structured settings may mask or minimize the actual extent
of a child‘’s problems. But it is unclear how this is teo be
factored in with the two marked Trequirement. (The Dbest
explanations for making this a usable policy, that existed in prior
Program Operation Manual Systems instructions, have been dropped.)

Recommendation: SSA must give more specific guidance
in the regulations as to how the "other factors® are to be used in
functional equals decisions, and how conditions may become *marked*"
and how the test of *marked and severe functional limitations” may
pe met through their application. Examples should be incorporated
into the rules, as well as using prior POMS language.

L x &« *

_ Only through adoption of these above changes can a
disaster be avoided among these children now on SSI.

RXocess notes:

(a) We are aware of no timetable nocr sense of
urgency at SSA to quickly consider comments and make appropriate
c¢hanges in the rules before large numbers of children are cut off.
No timeline has been set.

This must change.

(b} Also, SSA has no plans to apply corrected rules
to application or termination cases decided under the *interim®
rules. This is grossly unfair, and would establish two sets of
rules for children. Where rules changes are outcome determinative,
SSA should apply corrected rules.



Because the new *"interim final* SSI eligibility rules
combine the functioning areas of cognition and communication into
one, i.e. "cognition/communication®, contrary to the views of all
the medical organizations serving children with mental disorders
who have commented on the these rules, it is very likely that the
state disability agency was forced to evaluate the separate
cognitive end communication disorders, (mental retardation and
selective mutism), as one problem, thereby depriving the child of
a rating of two functional areas at a “marked® level. .

For more information please call Jonathan Stein (215)
981-3742, Mary Noland, 981-3788, or Richard Weishaupt at 981-3773
at CLS.



1424 CHESTNUT STREET
PHILADELPHIA, PA 18102
215-981-3700

FAXY, 215-081.0434

yine. 5/20/97

Terminated from SSI, Y.D. ia_an 11 year_with
mental retardation, selective mutism, and major
emotional/behavioral problems

on May 7, 1997 Y.D.’s mother received a termination
letter from the Social Security Administration tell her that her 11l
year old son, receiving SSI disability benefits in Pennsylvania
since 1994, was ending.

The boy suffers from multiple problems: After testing by
a pediatric psychologist in April, 1995 his mental retardation and
"borderline intellectual functioning® was confirmed with IQ scores
of 58 in Performance, 63 in Verbal, and 56 Full Scale using the
WISC-III test.

The boy also suffers from a separate communication
disorder, selective mutism. At age 4 he was taken out of day care
wnen he did not talk there. His silence continued through
kindergarten, first and second grades, and he was finally placed in
a class with children with disabilities. At age 8 his serious
behavior problems alsoc began in school, manifested by aggressive,
disrespectful and destructive behavior, along with fregquent school
suspensions.

Testing of adaptive behavior using the Vineland Adaptive
Behavior Scales showed the boy with low adaptive behavior skills
consistent with mental retardation. Although placed in a Special
Education learning support class for children classified as
Learning Disabled it was recommended that he lnstead be classified
as a student with Mental Retardatien.

The Pa. Bureau of Disability Determinations had scheduled
a consultative examination with a psychologist but then it was
inexplicably cancelled and a termination decision made.

The family was fortunate to have been referred by a
social agency to Community Legal Services, as the mother had no
understanding of her appeal rights even though she had received
SSA‘s 4 page termination letter. With the aid of CLS the mother
promptly appealed,

With such low IQ scores the child would appear to have
met the mental retardation, Listing sec. 112.05(C), or “equaled* it
because performance and full scale IQ scores were 59 or less, and
wnen the case wasg reviewed in March and April 1997 the test score
was not yet more than 2 years old. (If an updated test was needed,
why was the CE cancelled? to save money? to rush the decision
through without full development because of arbitrary time
pressures to complete these reviews?)



{c) SSA has refused tO includé in termination
letvers the phone numbers and names of local, non-profit agencies
who can assist families. This unnecessarily hurts low income
families, almost all of whom have no ongoing legal representation
and who are often of limited education.



Withdrawal/Redaction Marker
Chinton Library

DOCUMENT NO. SUBJECT/TITLE DATE RESTRICTION
AND TYPE

001. form Children's Seashore House evaluation document (5 pages) 04/14/1995  P6/b(6)
COLLECTION:

Clinton Presidential Records
Domestic Policy Council
Elena Kagan

OA/Box Number: 14370

FOLDER TITLE:
Social Security - Children's Disability Standard [4]

2009-1006-F
ke630

RESTRICTION CODES

Presidential Records Act - (44 U.S.C, 2204(a)]

P1 National Security Classified Information [(a)X1) of the PRA|

P2 Relating to the appointment to Federal office {(a)(2) of the PRA]

P3 Release would violate a Federal statute [(2)(3) of the PRA]

P4 Release would disclose trade secrets or confidential commercial or
financial information [(a)}(4) of the PRA]

P5 Release would disclose confidential advice between the President
and his advisors, or between such advisors [a)(5) of the PRA]

P6 Release would constitute a clearly unwarranted invasion of
personal privacy [(a)}6) of the PRA]

C. Closed in accordance with restrictions contained in donor's deed
of gift.
PRM. Personal record misfile defined in accordance with 44 U.S.C.
2201(3).
RR. Decument will be reviewed upon request.

Freedom of Information Act - [5 U.S.C. 552(b)]

b(1) National security classified information [(b)1) of the FOIA|

b(2) Release would disclose internzl personnel rules and practices of
an agency [(b}2) of the FOIA]

b(3) Release would violate a Federal statute [(b)}(3) of the FOIA]

b(4) Release would disclose trade secrets or confidential or financial
information [(b)}(4) of the FOIA|

b(6) Release would constitute a clearly unwarranted invasion of
personal privacy [(b)(6) of the FOIA]

b(7) Release would disclose information compiled for law enforcement
purposes [(bX7) of the FOLA]

b{8) Release would disclose information coneerning (he regulation of
financial institutions [(b)}(8) of the FOIA]

b(%) Release would disclose geological or geophysical information
concerning wells [((bX9) of the FOIA]
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002. form Transitions Today evaluation document (4 pages) 09/22/1995  P6/b(6)
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Clinton Presidential Records
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OA/Box Number: 14370
FOLDER TITLE:
Social Security - Children's Disability Standard [4]
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RESTRICTION CODES
Presidential Records Act - [44 U.8.C. 2204(a)] Freedom of Information Act - |5 U.S.C. 352(b)]
P1 National Security Classified Information [(a)(1) of the PRA] b(1) National security classified information [(b)1) of the FOIA]
PZ Relating to the appointment to Federal office [(a)}(2) of the PRA] b(2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)(3) of the PRA] an agency [(bX2) of the FOIA]
P4 Release would disclose trade secrets or confidential commercial or b(3) Release would violate a Federal statute [(bX3) of the FOIA)
financial information {(a)4) of the PRA] b(4) Release would disclose trade secrets or confidential or financial
PS5 Release would disclose confidential advice between the President information [(b}{4) of the FOIA]
and his advisors, or between such advisors [a)(5) of the PRA] b(6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal privacy {(b)(6) of the FOIA]
personal privacy [(a)(6) of the PRA] b(7) Release would disclose information compiled for law enforecement
purposes [(bX7) of the FOLA]
C. Closed in accordance with restrictions contained in donor's deed b(8) Release would disclese information concerning the regulation of
of gift. financial institutions {(b)(8) of the FOIA|
PRM. Personal record misfile defined in accordance with 44 U.S.C. b(9) Release would disclose geological or geophysical information
2201(3). concerning wells [(bX9) of the FOIA]

RR. Document will be reviewed upon request.
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Domestic Policy Council

Elena Kagan
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FOLDER TITLE:
Social Security - Children's Disability Standard [4]
2009-1006-F
ke680
RESTRICTION CODES
Presidential Records Act - [44 U.S.C. 2204(a)] Freedom of Information Act - [5 U.S8.C. 552(b)]
P1 National Security Classified Information [(a)}(1) of the PRA| b(1) National security classified information [(b)1) of the FOIA]
P2 Relating to the appointment to Federal office [(a}(2) of the PRA] b(2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)3) of the PRA] an agency [(b}2) of the FOIA| )
P4 Release would disclose trade secrets or confidential commercial or b(3) Release would violate a Federal statute [(b}3) of the FOIA]
financial information [(a)4) of the PRA| b{4) Release would disclose trade secrets or confidential or financial
P5 Release would disclose confidential advice between the President information [(b){4) of the FOIA]
and his advisors, or between such advisors [a}(5) of the PRA] b(6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal privacy [(b){6) of the FOIA]
personal privacy [(a)(6) of the PRA] b{7) Release would disclose information compiled for law enforcement
purposes [(bX(7) of the FOIA}
C. Closed in accordance with restrictions contained in donor’s deed b(8) Release would disclose information concerning the regulation of
of gift. financial institutions [(b)(8) of the FOIA}
PRM. Personal record misfile defined in accordance with 44 U.5.C. b(9) Release would disclose geological or geophysical information
2201(3). concerning wells [(b)9) of the FOIA|

RR. Document will be reviewed upon request.
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B. Mental incapacity evidenced by dependence upon others for personal needs
{grossly in excess of age-zppropriatz dependence) and inability to follow
directinns such that the use of standardized measures of intellectual functioning
is preciuded:

OR

C. A valid verbal. performance. or full scale IQ of 59 or less:
OR

D. A valid verbal, performance, or full scale IQ of 60 through 70 and a physical
or other mental impairment impoesing additional and significant limitation of
function;

OR

E. A valid verbal, performance, or full scale IQ of 60 through 70 and:

1. Fur older infamts and toddlers (age 1 to ataioment of age 3), resulting in
anairment of development nr function genenally acquired by children no more
than rwo-thirds of the child’s chronological age in cither paragraphs Blaor Bie
of 112.02; or

2. For children (age 3 w anaimment of age 18). resulting in ar least one of
paragraphs B2b or B2e or B2d of 112.02;

CR

F. Select the appropriuwe age group:

1. For older infants and wddlers (age [ to atinment of age 3), resulting in
araimnent of development or function generally acquired by children no more
than two-thinds of the child’s chronclogical age in paragraph B b of 1{2.02. and
a phy sical or other menul impainnent imposing addidonal and significant
limitacjons of function:

OR

2. For children (age 3 o atairmnent of age 18), resulting in the sutisfaction of
112.02B2a, and a physical or other menral impairment imposing addidonal and
significant imitadons of function.

12.06 Anxiety Disorders: in these disorders, anxicty is either the predominant
disturbance or is experienced if the individual afempts to master symptoms,
¢.g., confronting the dreaded object or situation in a phobic disorder, atempting
to go to school in a separation anxiety disorder, resisting the obsess{ons of
compulsions in an obscssive compulsive disorder, or confronting strangers or
peers in avoidant disorders.

oA
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peformance, and full scale 1Q's are provided, as on thie Wechsler series, the
lowest of thess is used in conjunction with lisdng 112.03.

1Q test resulns must also be sufficiently cument for accurats assessment under
112,05. Genenlly, the results of 1Q tests tend to stabilize by he age of 16,
Therefoce, [Q test resulis obtained et age 16 or older shoutd be viewed asa valid
indication of the child's current status, provided they are compatible with the
child"s cumeat behavior. 1Q) test results obtained between 22¢5] 2rd 16 should
be considered currcnt for 4 years when (he les 18 Jess than 40, and for 2
the 1QQ is 40 and above. | tes results obtaloed before sge T are
current for ¢ years tested 1K) i3 less than 40 and,] year if a1 40 or above,

Standardized intelligence test resalts are essential to the adjudication of oll cases
of menta! reardation that are pet covered under the provisions of listings
112.05A, 112.05B. and 112.05F. Listings 112.05A, 112058, and 112.05F may
be the bases for adjudicating cases where the resul's of gandardized intelligence
tests are unavallable, ¢.g.. where the child’s young age o condition prechides
formal slandardized 1estng. ’

In conjunction with clinical examinatons, sources may report the results of
screening tesss; | 2., tests used for goss derminadon of level of funconing.
These t25ts do not have high validity and reliability and genesally are mot
considernd appropriate primary evidence for disabilily dewerminations. These
screening instruments may be useful ip uncovering potentially serious
impairments, but generally must be supplemented by the use of formal,
siandardized psychologlcal testing for the purposes of adisability determination,
unless the dederminaton is to be made on the basis of findings other than
psychological test data: however, there with be cases in which the results of
screeniog sts show such obviovs abnommalities that further testing will clearly
be unneccssary.,

Whese re{erence is made Lo developmental milestones. this is defined as the
anxinment of particular mental or motor skills a1 an age appropriate lovel: ie.,
the skills achicved by an infant or toddler sequentially and within a given ime
period i the motor and rmardpulative arcas, in general understanding and soclal
behavior, in self-feeding, dressing, and toilet wraining, and in language. This is
sometimes expressed as a developmental quotient {DQ), the relation betwern
developmental age and chronological age a3 determinad by speciic
standardized measurements and observations. Such tests include, but are nat
limited ta the Cattel! Infant Intellipence Scale, the Bayley Scales of Infant
Development, and the Revised Stanford-Binct. Formal esis of the attaisment of
developmeatal milestones are gererally used in the clinica! setdng for
deterrnination of the developmental status of infants and toddlers.

Formal psychological tests of cognitive functioning are penerally inuse for
preschood children, for primary school childrea, and for adolescents except for
those instances noted below, .

Exceptions ta formal standardized psychological wsting may be considered *
when a prychologist, psychiatrist, pediatrician. or other physician specilint who
is qualified by training snd experience Lo perform such an evalustioo is oot - -
readily available {n such instances, sppropristo medical, historical, socisl, aad
othey infarmation must be reviewed in amiving at a determination. .

A

R

Exceptioas may also be considered io the case of ethnic/culural minoriries
where the pative language or coliure is not peinclpally English-spesking. n
such instances, psychological wests that are culture-(ree, such as the Leiter
Iniernstonal Performance Scale or the Scale of Multi-Culture Pluralistic
Assessment (SOMPA) may be substinued for the standardized tests desctibed
above. Any required tests must be sdministered in the child's principal
langusge. Whep this is not possible, appropriaie medica, bistorical, social, md
other information must be reviewed in arriving at 2 determination. Furthermare,
in evalusting culture, the best indicater of severity is ofien the level of adaptive
functioning and how the child performs activities of daily living and socia)
functioning,

“Neuropychological testing™ refers to the administration of standardized tests
that are retiable snd valld wlth respect to assessing impaiment in braia
funcéoring. I is intended that che paychologist o psychiarist using these tests
will be able to evaluam the following fomctions: Atention‘concentration,
problem-solving, laaguage, memory , motor, visual-motor and visual-perceptual,
laterality, and general intelligence {if not previously oblained).

E. Effect of Hospitalizadon or Residensial Placement: As with aduks, chidren
with mental disorders may be paced in 8 varicty of structured serings outside
the home a3 part of their treawnent. Such seitings include, but e ool Hmied to,
psychiainic hospitals, developmentat disabilinies {acilities, resideptial wearment
centers and schools, community-based group hames, and workshop facilities.
The reduced mental demands of such structured settings may sttenuate overt

sy mpiomatology and superficially make the child's Jevel of adaptive
functioning appear betiet than It is. Therefore, the capacily of the chidd o
function outside highly structured settngs musi be considered in evalyating
impairment sevetity. This is done by determining the depec 1o which the child
can funcdan (based upon age-appropriste expeciaions) independenty,
sppropeiaterly, cffectively, and on 2 sususined basis outside the highly stryctured
seqing.

On the other hand, there may be a variety of causes for placementof 3 child i
structured setfing which may or may nol be direcy relawed w impaiment
severily and functional abllity, Placemeat in a structured setting in and of itself
does not equate with a find[ng of disabiliry. The severity of the impairment
must be compared with the requirements of the approprixe listing.

F. Effecis of Mrdication: Anention must be given 1o theeffect of medication
oo the child's signs, ty mptams, and ability to functon, While psychoactive
medications may control certain primary manifestatians of mergal disorder, c.5.,
hallucinuions, mpaired attention, restessaess, or hypersclivity, such reatment
may or may nol affect the functional limitions imposed by the meatal disorder.
In cases where oven symptomaiology is aftenuated by the psychoactive
medications, particular atiention must be focused oo the functiona! imiadons
which may persist These functional lmitations must be cansidered [n assessing
impaiament severily. .

Pry chotropic medicines used in the treatment of some meatal Jinesses may

caase drowsiness, blunted affect, or other side ¢ffects iovolving other l:ody
systems. Such side effects musi be considered o evalusting oversl] impriment

weverity .
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004. letter From F. Koller re: disability (1 page) 04/22/1997  P6/b(6)
COLLECTION:

Clinton Presidential Records
Domestic Policy Council

Elena Kagan
QA/Box Number: 14370
FOLDER TITLE:
Social Security - Children's Disability Standard [4]
2009-1006-F
ke680)
RESTRICTION CODES
Presidential Records Act - {44 U.S.C. 2204(a)] Freedom of Information Act - [5 U.S.C. 552(b)|
P1 National Security Classified Information [{a}(1) of the PRA| b(1) National security classified information [(b)1) of the FOIA|
P2 Relating to the appointment to Federal office [(a}(2) of the PRA| b{2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)X3) of the PRA| an agency [(b)2) of the FOIA]
P4 Release would disclose trade secrets or confidential commercial or b(3) Release would violate a Federal statute [(b)3) of the FOIA]
financial information [(a}4) of the PRA| b{4) Release would disclose trade secrets or confidential or financial
P5 Release would disclose confidential advice between the President information [(b}{(4) of the FOIA|
and his advisors, or between such advisors [a)}(5) of the PRA] b(6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal privacy [(b)(6) of the FOIA)
personal privacy [(a)(6) of the PRA] b{7) Release would disclose information compiled for law enforcement
purposes [(bX7) of the FOIA)
C. Closed in accordance with restrictions contained in donor's deed b(8) Release would disclose information concerning the regulation of
of gift. financial institutions {(b)(8) of the FOLA]
PRM. Personal record misfile defined in accordance with 44 U.S.C. b(9) Release would disclose geological or geophysical information
2201(3). . coneerning wells [(bX9) of the FOILA]

RR. Document will be reviewed upon request.
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Elena Kagan
OA/Box Number: 14370
FOLDER TITLE:
Social Security - Children's Disability Standard [4]
2009-1006-F
ke680
RESTRICTION CODES
Presidential Records Act - [44 U.S.C. 2204(a)} Freedom of Information Act - |5 U.8.C. 552(b))]
P1 National Security Classified Information [(a)(1} of the PRA| b{1} National security classified information [(bX1) of the FOIA]
P2 Relating to the appointment to Federal office [(a)}{2) of the PRA) b(2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)(3) of the PRA] an agency [(b}2) of the FOIA]
P4 Release would disclose trade secrets or confidential commercial or b(3) Release would violate a Federal statute [(b}3) of the FOIA}
financial informatioen [(a)}(4) of the PRA| b(4) Release would disclose trade secrets or confidential or financial
PS Release would disclose confidential advice between the President information [(b}4) of the FOIA|
and his advisors, or between such advisors [a)5) of the PRA| b{6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal privacy [(b)(6} of the FOIA]
personal privacy [(a)(6) of the PRA| b(7) Release would disctose information compiled for law enforcement
purposes [(b)(7) of the FOIA]
C. Closed in accordance with restrictions contained in donor's deed b(8) Release would disctose information concerning the regulation of
of gift. financial institutions [(b)(8) of the FOIA|
PRM. Personal record misfile defined in accordance with 44 U.S.C. b{9) Release would disctose geological or geophysical information
2201(3). concerning wells [(b)9) of the FOIA]

RR. Document will be reviewed upon request.



0l1:12P cOMM LEGAL SERVICES

3-87 99,43 PROK. EEA WOODLAND Avx ID. 2157293452 PACE

SOCIAL SECURITY ADMINIETRATION

SUPPLEMENTAL SRCURITY INCOME .
Disahility Rodatermination Decision

WAY 0TRp

Date:
AW A FOR Social Sacurity Number:
Y S
D ceed AVENUE

PHILADELPHIA PA 19142 -

Ioportant Notice——Y¢lllmmme S51 Will Btop

Earlier we told you that we were reviewing this ¢hild’s cage to
see if he is disabled under the new definition ef disability for
children. After revieving all the information carefully, we have
decided chat thie child no longer qualifies for Supplemental
Security income (3SSI).

WE URGE YOU TO READ YHIS ENYIBR LETTER. IT INCLUDES IMPORTANT
INFORMATION ABCUT AFPPEAL RIGHTS AND NEDICAID ELIGIRILITY., 17
ALSO EBXPLAINS HOW YOU CAN CONTINUB TO RECEIVE BBﬂB?ITS IF YOO

APPEAL.
THE DECISION OW THIS CHILD'S CASB

The following raports were used to decide your child‘'s claim.

Others who Xnew of Yeummeswe Health, report of 4/22/97.
School report of &4/24/97.

You said that your child is disabled due to learning disability
and mental ratardation.

Records shows that | Pe/p)s) |is not severely learning disabled and
can comprehend and ¥oilow instructions. Hie beéhavior 19 reported

48 having a negative impact on his learning. Ris gradea in schoo.
and average. _

WHEN PATHMENTE W1LL STOP

P&/(b)6)

INFORMATION APOUT MEDICAID

If thie child 12 getting medical assiatance from the Medicaid
program, ever. though he will not be =sligible for S8I, he may
still be eligible for medlical assistance which prevides help with

&
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health care bille. That is becauss many childrén may still Dbe
aliglble for medical asslstance If they live in householdo with
iietle ar no income or resources.

The State HMedicaid agency may contact you for information they
aeed to make a decision about Medicaid eligibility. If the
a?oncy decides that this child is eligible to remain on Medicaid,
his medical assistance benefits wilil continue.

If the State Medicaid agency dacides that this child ie not
eligible to continue on Medicaid, it must send you a secparate
latter and informatlion about how to appeal chat dacision. 1f you
appeal that decision on time, the child will coatinus to receivs
Medicaid benefits until cthe appesl is decided. If you have not
heard from them in &0 days from the date of this lattey, you may
want to contact your local medical assiatance office of the
Dopartnent of Public Welfare. (Contact Yyour county asgistance
offico or call the Welfarw Nelpline at 1-800-692-7462.) If you
call or visit that office, please have thie letter with you.

YOU EAVE INPOEYANT APPEAL RIGETS

If you divagree with the decision, you have the right to appeal.
We will review the case and conwider any new facts you have. A
person wvho did not make the first decision will decide the case.

. You can ask for an appeal anytime within 0 days. But
if you want to Keep getting payments while we decide
the ¢aze, you must ask for an appeal within the first

10 daya

The §0 days start the day after you get this lettor..
Ve assume You got this letter 5 days after the date on
it unless you show us ttat you did nrot get it within
the 5-day period. : .

. You- must have a good reason for waiting muwre than 60
daya tc ask for an appeal. )

. You have to ask for an appeal ip writing. We will ask
you to sign a form SSA-789-U4, called -~Request for
Reconsideration--Disability Ceavation.® To get this
form, contact one of our offices. Address and phone
number sre shown on the last page of this letter. We
can help you £ill out the form.

Please read the enclased pamphlet, “Your Right to Queation the
Decimion Made on Your S§I Claim.* It contains more lnformation
about the appeal.

APPEAL 1IN 10 DAYS TO XEEF GETTIRG TOUR PAYMRNT

. The .0 daya aleo start the day after you gec this
letter. We assume you got this letter 5_dayg after the
date on it unless you show us that you did not get it
withia the S-day period.

P.oa

3
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. if you laose the appeal, you might have to pay back some
or 211 of thir money. However, we may decids that you
do not havs to pay the money back.

HCW AN APPEAL WORKS

A Disablliry Hearing Officer ‘will decide this child’s SS1 appeal.
We will call this person a DRO in the rvest of our lecter. The
DHO will meet with you before making the decision on the appeal.
The meeting works lilke this.

. The DHO will mail you a letter at least 20 days before
the meeting to tell you it’s date, time, and place.

You can look at the c¢hild’'s file before the meeting.

You can tell the DHO the reasons you feel this child iws
8till disabled, You should give the DHO any
information you think is missing from the child‘s file.
You can bring ecmeons to represent you at the meeting.
And you can bring pecple 4o explain the reasons the -
child is disabled.

You can havea the DHO ask peopie to come to the meeting
to speak about this child’'s dissbiliey and bring
important papers. You can question these people at the
meeting.

. You do not have to go to the meeting in person. If you
do not want to g6, Yyou can »atill give the DHO more
facts you may have. The DHO will decide the case using
these facts, and what is nov in the file. But if you
go to the meeting, it mey hbelp tbe DMO decide the case.

IF TOU WANT HELP WITE YOUE AFPEAL

You ¢an have a lawyer, friend, or somecnec elsc help you. ZShere
8 a i i e i
o There are also lawyers vho do not
cherge unless you win yaur appeal. The local Becial Security
office has s list of groups that can help you with your appmeal,

If you g8t somecnhe to help you, you should let us know. If you
hire scnecne, we nust approve the feo bofore he o she can

collect it.
IF THIS CHILD’S HEALTH GRTS WORSE

It this child's health gots worse, please gat in touch with us.
The child may be able to get SSI again. We can help you file a
pew application for 881.-

You have the right to file a nev application at any cime, but
filing a2 newv aepplication is not the gsma as appeallng thia
decieion. So, Lf you disagree with this decision, you should ask
for an appeal vithin €0 daye.

- ———————
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IF YOU EAVE ANY QUESTIONS

If you have any questions you may call us toll free at
1-800-772-1213, or call your local Sccial Security office at
318-729-4931. We can angwer most questions over the phone. You
can also writs or visit any Social Security office. The office

that serves your area is located at:

social Security Administration
$120 Woodland Avenue

Second Floor
Philadelphia, PA 19142-3223

1£ you do call or visit an office, pleass have this letter with
you. It will help us angwer your ostionc. Also, if you plan
to visit an office, you may call ahead te make an appointnent.

onis will help us serve you more quickly.

Larry Ksssanari
Regiona)- Commissioner

Enclosure:

$SA Pub. No. 05-11000
riy)

mh
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Record Type: Record

To: Kathleen M. McKiernan/WHQ/EOP

cc: Elena Kagan/OPD/EOP, Kenneth S. Apfel/OMB/EOP, Richard E. Green/OMB/EOP

Subject: Children's SSI| stories

FYI, there is one number in most of the stories today on children's SSf that is wrong, due | believe
to a misunderstanding between reporters and SSA.

It is the number that, over the next five years, another 45,000 children who would have qualified
under the old rules will not get benefits. | think that number should have been 90,000, but we are
checking. (There is no problem with SSA's main statement that 135,000 now on the rolls will lose
eligibility.)

SSA has to straighten this out and figure out how to handle it. | am told they didn't put out the
wrong number, but that reporters did an oversimplified calculation in their heads. The advocates
were suspicious that the number was low, so they will certainly highlight it once they figure it out.
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To: Cathy R. Mays/OPD/EQP

cc: Elena Kagan/OPD/EOP, Kenneth S. Apfel/OMB/EOP, Richard E. Green/OMB/EOP
Subject: Call from Wall St. Journal

FYi, Chris Georges of the Wall St Journa! is working on a story on the "inside story” of how the
administration made the decision on the childhood SSI disability regs. He just called me, and |
understand he has called Ken. | don't know his angle, but he did a very detailed story on this a few
months ago that talked about OMB's view vs. DPC's vs. SSA's. :

Kathy McKiernan says that Larry Haas of OMB press will handle the calls, but | wanted you to
know it's possible he’ll call Bruce. Apparently he is writing the story for next week.



Diana Fortuna

01/29/97 07:03:52 PM

Record Type: Record

To: REED B @ A1 @ CD @ LNGTWY

cc: Kenneth S. Apfel/OMB/EOP, MAYS C @ A1 @ CD @ LNGTWY, Elena Kagan/QOPD/EQOP
Subject: Children's 55I

| know this is getting tiresome, but:

Chater apparently is still hoping/expecting to talk to you -- | think really as a courtesy on wrapping
up the date to announce their decision. {FYI, if you talk to her, she may argue that Wednesday of
next week is better than Thursday....)

Whatever the decision, it makes sense for the 7:45 senior staff meeting to hear what the planned
date is, just to make sure everyone is on board.

file

~
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Record Type: Record

To: REED_B @ AT@CD@LNGTWY

cc: Elena Kagan, RASCO C @ A1@CD@LNGTWY, MAYS_C @ A1@CD@LNGTWY
Subject: Timing of announcement of children's SSI

There is a glitch in our plan to announce the children's SSI

decision on Thursday: the disability advocacy community's major
inaugural event is a brunch on Friday morning. It seems a mistake
to announce what the community will perceive as perhaps the worst
decision we have made on disability issues on the eve of this

event, which will include the advocates who feel most strongly
about this issue. Carol's recommendation, as well as my own, is
that we have to wait until after Monday.

Considerations include:

- SSA is trying to limit the number of people who know about
this, but waiting does increase the chance that it will leak
{which is already a considerable risk).

- We need to make our decision on timing 2 days in advance of
the announcement, because of the logistics of SSA sending the reg
to OMB to clear. So, if it's Thursday, we have to decide by
tomorrow,

- If for some reason the day or two after the inaugural are
also perceived as bad days to announce this, then we will be
sitting on this an awfully long time.

Ken A. thinks this must be decided at tomorrow's 7:30 meeting.
Howevaer, if it is obvious to all of us that Thursday is dumb, then
it's not clear to me this has to be decided there, although it
would probably make sense to report to people on it.

Let me know if you disagree with a delay.



REED B @ A1
01/13/97 05:16:00 PM

Record Type: Record

To: FORTUNA D @ A1@CD@LNGTWY

cc: Elena Kagan, RASCO_C @ A1@CD@LNGTWY, MAYS C @ A1@CD@LNGTWY
Subject: RE: Timing of announcement of children’s SSI

Let's just put it off. But don't do it next week, do it the week
after or later. We could get beat up from all sides for making
this the very first thing we do in the new term.
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Record Type: Record

Te: REED B @ A1@CD@LNGTWY

ce: Elena Kagan, Kenneth S. Apfel, RASCO C @ A1@CD@LNGTWY, MAYS_C @ A1@CD@LNGTWY
Subject: RE: Timing of announcement of chitdren's SSI

| hear what you're saying, and don't disagree.

| do want to make sure you're aware of the downsides of waiting
that long -~ the increased risk of a leak {people suspect strongly
a decision has been made because they hear the budget is done};
the continuing growth in the backlog of cases that SSA has been
sitting on pending a decision; and the risk someone will do a
story on the backlog itself {probably 100,000 new applications
waiting since August, with many of these children eligible for
benefits}.
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Record Type: Record
To: Elena Kagan/OPD/EOP, William H. White Jr./WHO/EQP

cc:
Subject: FYI reaction of major advocacy group to $81 children

---------------------- Forwarded by Diana Fortuna/OPD/EOP on 02/06/37 04:25 PM -

» HASKINS M @ A1
T 02/06/97 03:26:00 PM

Record Type: Record

To: See the distribution list at the bottom of this message

10
Subject: THE ARC CONDEMNS LOSS OF SS51 ASSISTANCE FOR DISABLED ...

Date: 02/06/97 Time: 14:47
bThe Arc Condemns Loss of SSI Assistance for Disabled Children

To: National Desk :

Contact: Marty Ford, 202-785-3388, or Stacey Ellis,
202-223-4933,

both for the The Arc of the United States

WASHINGTON, Feb. 6 /U.S. Newswire/ -- The Arc of the United
States, a national organization on mental retardation, is deeply
disappointed in today's announcement by the Social Security
Administration {SSA} of its new, overly harsh standards for a
child's eligibility for benefits under the Supplement Security
Income (SSI) program. While we acknowledge the attermpt by the SSA
to recognize the importance of functional abilities in assessing
SS| eligibility, we reject as excessive the severity thresholds the
new requirements establish. The SSA had considerable leeway in
setting the new eligibility standards, yet chose to push for
changes that go beyond what was necessary under last year's welfare
law. The Arc is also very disappointed that this decision appears
to have been driven by budget targets, rather than by what is in
the best interest of the children involved. The proposal is
expected to save $4.8 billion over the next six years.

To achieve the Clinton Administration's budgetary goals, 135,000
children with disabilities who are currently on the SSI program
must lose essential benefits that serve as a lifeline for keeping
the family together. It is estimated that an equal number will have
to be denied access to this lifeline program over the next six
years. This equals a total of almost 250,000 children with severe
disabilities who will lose or be denied critical benefits,



Today's decision will have a staggering impact in a number of
ways:

-- Families across America will lose basic support and, in many
cases, medical benefits. Already families are reporting to The Arc
that they will be forced to give up their child to foster care or
institutionalization. Removing a child from loving parents and a
home atmosphere increases the likelihood that a child will never
achieve her or his highest level of functional ability and violates
all of our values regarding family life.

-- The potential influx of these children into state and local
service systems will place a severe strain on local communities, if
the children receive any assistance at all.

-- While these changes may help cut federal spending, the impact
that they will have on the families who are already living at or
near poverty will be devastating. The children who are dropped from
the SSI program remain severely disabled and in need of assistance.
If state and local governments cannot or will not make up the
difference in lost support to these children, their families will
simply find themselves abandoned in their efforts to provide proper
care.

The Arc demands that the administration:

-- Take responsibility for thoroughly assessing each child
before dropping him or her from the rolls;

-- Evaluate the impact of these new eligibility requirements on
families of children with disabilities by tracking what happens to
the families that lose these critical supports;

-- Ensure that all families being reviewed have information
about available assistance in the review process;

-- Continue providing SSI assistance to families of children
with sever disabilities who are already on the program until a
final decision is made by a Social Security judge.

The Arc calls upon the public to express its disapproval of
these new eligibility standards through the planned public comment
period. It is only through the activism of the public that this
damaging decision can be amended.

As a result of today's announcement, The Arc expresses its grave
concern for children with disabilities and their families as they
are dropped from federal assistance rolls.

Founded in 1950, The Arc is the nation's largest volunteer

organization dedicated solely to issues of mental retardation.
There are 140,000 members working through 1,100 local and state
chapters. The National Headquarters is in Arlington, Texas, with
the Governmental Affairs office in Washington, D.C.

-0-
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Record Type: Record

To: Bruce N. Reed/QPD/EOP, Elena Kagan/OPD/EOP

cc: Cathy R. Mays/OPD/EOP
Subject: OMB strategy on kids ssi

Ken tells me that Frank plans to emphasize how we are saving 55,000 kids in press conference in
response to questions on childrens' SSI. This is getting a lot of press interest {Pear, Havemann will
come to SSA press conference today to cover this).

| wanted to flag this to you because it increases the risk that people figure out we spent $2 billion
and they add it to the fix package total. That $2b is nowhere in our documents. We can say this
is an administrative interpretation, not a policy change, so it shouldn't be added to $17.9, but itis
a risk.
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New Definition of Childhood Disability for SSI Under Welfare Reform
For Internal Use Only

On Thursday, February 6, the Social Security Administration (SSA) will announce
its new standard for childhood disability for the Supplemental Security Income {SSl}
program. The welfare law required SSA to set a stricter standard for this program,
which provides monthly cash payments and Medicaid for low-income disabled
children. As a result, 135,000 disabled children now on the rolls will lose benefits
beginning this summer.

At the time the welfare law was passed, CBO and OMB estimated that it would
cause 190,000 children to lose benefits. Since then, disability advocates and a
small group of Senators {Daschle, Chafee, and Conrad) have pushed for a
significantly more liberal interpretation of the law that would cut only 45,000
children from the rolls. The editorial boards of the New York Times and
Washington Post have supported the advocates.

SSA’s decision is a middle ground, but closer to the Republican leadership than to
the advocates. We are likely to get a lot of criticism from advocates. The
Congressional leadership may support us, but there is some risk they will charge us
with backtracking on welfare reform.

Background

Congressional Republicans and some Democrats proposed cutbacks to this program
in 1995 after anecdotal reports that parents were coaching their children to “act
crazy” to get benefits, and because of the program’s rapid growth after the Zebley
Supreme Court decision (from 350,000 to almost 1 million children since 1990,
most with mental impairments). Widespread cheating was never documented. We
opposed and helped defeat proposals to block grant the program, but we ultimately
accepted a Senate compromise that became law.

SSA’s standard adopts the Republicans’ position as a starting point, but add 3
elements to its current rules that will reduce the number of children losing benefits
from 190,000 to 135,000:

. better consideration of children with physical disabilities;

. better consideration of children whose problems are episodic but very severe;
and

. a new form to ensure that adjudicators follow rules that require them to look

beyond SSA's list of diseases to consider how a child functions.

The advocates argue that SSA should recreate a tougher version of a test that
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Congress explicitly struck from the law {the “IFA”). They also charge that our
decision-making is driven by budget considerations. (Even though we are
announcing this decision on the day the budget is released, we should note that
SSA made the decision on the merits, not based on the budget.)

Note: The number of children affected is far higher than 135,000 if you include
children who would have been eligible between now and 2002. The advocates
tend to use the higher numbers.

Talking Points : ,

New Definition of Childhood Disability for SSI Under Welfare Reform

Note: We should generally refer questions on this subject to SSA/Commissioner
Chater. They are briefing the press on this as part of their budget briefing on
Thursday at 2 p.m.

. Because disability is a complex issue, SSA had the challenging task of
developing policy guidelines that meet the Congress’s intent to tighten the
definition of disability for children, while protecting severely disabled
children.

. Out of approximately 950,000 disabled children currently receiving benefits,

SSA estimates that about 135,000 children wili lose monthly benefits that
average about $425 per month. This number is consistent with the
lower-range estimates made by the Congressional Budget Office when the
bill was being debated. Most of the children affected can be broadly

categorized as children with mental impairments, such as less severe learning

disabilities or behavioral disorders.

. SSA notified 263,000 children and their families that their cases needed

review, but only-about half that number {135,000) are expected to ultimately

lose benefits.

. To implement the law, SSA has added guidance to ensure careful evaluations
of children with physical impairments and children with severe impairments

that re-occur despite periods of remission, as well as a new form to ensure
that adjudicators follow rules that require them to consider how a child
functions.

. For many families with children on SSI, the most valuable part of their
benefit is not the monthly cash payment, but Medicaid coverage. The

President’s budget proposes that children who lose SSI benefits as a result of

this the law retain Medicaid coverage, so that the medical needs of needy
children and families continue to be met.
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SSA will track the effects of the implementation of this law. If it discovers
that revisions or improvements in the new law are needed, it will recommend
such changes to the President.

SSA is committed to implementing the new rules in a fair and consistent
manner across the U.S. SSA will assist families in producing medical records
needed to determine if a child is eligible. If families iack such evidence, SSA
will pay for any medical exams needed to establish eligibility, as it always
does.

Families can appeal SSA’s decisions and, in most cases, benefits can
continue throughout the appeals process.
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. Although there have been some news articles suggesting that children with
severe impairments such as Downs Syndrome, severe mental retardation,
autism, or certain rare diseases will lose benefits, SSA’s new guidelines for
evaluating severe impairments will ensure that such children remain eligible.

[Note: There have been several very compelling newspaper stories about children
with very severe problems whose cases are being reviewed. The advocates tend to
highlight such cases, but it appears that the vast majority of the children written
about will keep their benefits. However, it will be weeks or months before
decisions about individual children are made.]

Questions and Answers:

Q: The welfare law called for this new standard to be published in the Federal
Register by 11/22/96. Why is it taking so long to issue this regulation? When will
the regulation be published?

A: The regulation will be published in the next day or two. Because this new rule
will have a direct impact on thousands of low-income disabled children, it was
essential that SSA take enough time to ensure that the new guidelines carry out
Congressional intent and ensure eligibility for severely disabled children. Working
within the general framework established by Congress, SSA had to carefully
examine all its eligibility criteria and, where appropriate, add functional criteria to
the standards to protect SSI eligibility for children with severe disabilities.

[Note: A backlog of over 100,000 applications has built up since August, while
SSA developed this new standard. These are children whose cases are in the “grey
area” of the new definition.]

Q: How many disabled children will lose monthly payments? Who are the children
that will lose benefits?

‘ A: SSA estimates that, out of approximately 950,000 children currently on the

rolls, about 135,000 children will no longer be eligible for SSi payments. (This
number is in the low range of CBO's estimates.) The children who will be affected
can be very broadly categorized as children with certain mental impairments, such
as less severe learning disabilities and behavioral disorders.

Q: When will children lose benefits?

A: No one will lose benefits until the summer, and families who appeal SSA’s
decision will keep benefits during the appeals process.
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Q: Was the President involved in the decision of the new disability standard?

A: Since the passage of welfare reform, the White House has been working with
officials at all affected agencies to ensure that they implement the new law
consistently and properly. SSA kept the White House abreast of policy and legal
issues that arose in establishing the new standard. However, Commissioner Chater
made the final decision on behalf of the President.

Q: How much money will be saved by the new rules? Was the budget a major
consideration in establishing the new rules?

A: Savings of about $4.8 billion are estimated in the 6-year period starting in FY
1997. SSA was not motivated by budget considerations in establishing the new
rules. SSA relied on the statute itself as well as its legislative history.

Q: The advocates are arguing that the new standard is too strict and that Congress
gave the agency much leeway in the statute to establish a more lenient standard.
Why such a strict interpretation?

A: It is my understanding that it is very clear from the welfare reform law and
legislative history that Congress meant to establish this severity standard. These
new rules meet that legislative intent while including important additional elements
to protect severely disabled children.

Q: Is the President concerned about the effect of the new law on low-income
disabled children? If so, what is he going to do about it?

A: Yes. That’'s why the Administration has taken these steps. First, while meeting
congressional intent, SSA worked within the framework established by Congress to
add additional criteria to the new rules that protect severely disabled children.
Second, the President has proposed that Medicaid coverage continue for children
who lose SSI| benefits as a result of this change, so that the medical needs of
families continue to be met. Third, SSA will be tracking the effects of the law. If
SSA discovers that changes are needed, it will recommend such changes to the
President.

Q: Isn’t this another example of the Administration backtracking on welfare reform?
In addition to the increase in your food stamp/legal immigrant fix package, aren’t
you also reducing the savings originally expected from this change by cutting off
fewer children?

A: The Social Security Administration developed this regulation under its authority
to implement the law, using its best efforts to interpret congressional intent. It
does not reflect any change in policy. On the other hand, the welfare reform
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package in the budget consists of the Administration’s proposed policy changes to
the welfare law, including the cost of keeping Medicaid coverage for children who
lose SSI. SSA believes that the Hill would concur that this is a fair interpretation of

their intent.



Ly‘\,‘er‘\-\U"" j

ADD NAL TALKING POINTS ON CHILDREN’S SSI

The Administration’s position on this issue reflects the best understanding of
Congregsional intent.

It is #/middle ground position. It is not the position that disability advocates have urged
on the Administration. But it is less harsh than a prior understanding of the law, under
which 55,000 additional children would have been cut off.

This interpretation ensures that severely disabled children and their families are protected
under the new law, while tightening standards for the program in accord with
congressional intent.

In addition, the President is proposing legislation as part of his budget to allow all children
who lose benefits as a result of this change to retain Medicaid. For many families on SSI,
the most valuable part of their benefit is not the monthly cash payment, but Medicaid
coverage.
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Record Type: Record

To: Bruce N. Reed, Elena Kagan

[+ o
Subject: timing of ssi children announcement

As you think about this timing issue and events next week, you
should know that Chater's last day is Friday, Jan. 31. It

certainly would not be appropriate to do this after she leaves, or
even in her last few days so that it appears she is running out

the door as she announces it. My recommendation would be to do it

T or Friday of next week; or else Monday or at the latest
Tuesday gf the following week.

G lew™
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Record Type: Record

To: Bruce N. Reed/OPD/EOP, Elena Kagan/QPD/EQP, Kenneth S. Apfel/lOMB/EQP
cc:

Subject: Clay Shaw and childhood disability regs

FY| from Clay Shaw. So far, | haven't seen anything suggesting that we've provoked the
Republican leadership on the children’s SSI| regulation we did.

{By the way, | also hear that the Wall St. Journal may be doing a story on the inside debate on this
issue.)

---------------------- Forwarded by Diana Fortuna/OPD/EQOP on 02/13/97 07:10 PM

Laura Oliven Silberfarb
== ' 02/13/97 05:26:24 PM
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Record Type: Record

To: Diana Fortuna/OPD/EOP

cc: Richard E. Green/OMB/EQP
Subject: House Ways and Means Hearing

| was at the Human Resource Subcommittee hearing today because Carolyn Colvin and Olivia
Golden were testifying on the President's Budget proposals - and Chairman Clay Shaw publicly
praised the SSA Childhood Disability rules.

From his written remarks:

"l want to congratulate the Administration on publishing these regulations. They will serve the goal
of ensuring that only truly disabled children receive $SI benefits...| think SSA did a good job of
implementing the intent of the law we passed last year.”
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